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Abstract 
SU PPORTING PERSONHOOD IN DEMENTIA: EXAMINING THE I M PACT OF 
VOLITION ON FUNCTION I N  EVERYDAY OCCUPATIONS 
By Christine L. Raber, PhD 
A Dissertation submitted in  partial fu lfil lment of the requirements for the degree of PhD 
in Health Related Sciences at V i rginia Commonwealth University. 
Virginia Commonwealth Un iversity, 2007 
• 
Major Director: Jodi Teitelman, PhD 
Associate Professor, Department of Occupational Therapy 
Understanding volit ion and preferences for occupation i s  a critical underpinning 
of effective occupational therapy services that promote and preserve identity for persons 
with moderate dementia. Although it has been posited that this population has significant 
difficulty expressing volition for daily occupations, l i ttle research has exami ned the role 
of volition in guiding engagement in occupations. This phenomenological study provides 
an in-depth description and analysis of vol ition in eight persons with moderate dementia. 
Guiding questions related to understanding pattcms of  past l i fe interests, outward 
demonstrat ion of volition, volit ional continuity, and the relationship of the social 
environment to vol ition and engagement in daily occupations, were used. Maximum 
variation sampling was used to recruit from one memory-support assisted l iv ing in a 
Midwestern cont inuing care retirement community. Participants were enrol led 
sequentially over an I I-month period. Participant observation and interviews of fami ly 
and staff were the main data col lection methods. The Volit ional Questionnaire (VQ) was 
used to gain additional data about participants' voli tion, and the M ini-Mental Status 
Exam ( MMSE)  provided a general indicator of cogn it ive impaim1ent. Data analysis used 
van Manen 's  phenomenological approach to uncover the phenomenon of volition. Three 
major themes emerged, and had a dynamic interaction: a) variation in vol itional 
expression in the areas of interests, values, and personal causat ion, b)  redefining 
meaningful occupation, reflected in four categories, and c) potency of the soc ial 
environment, highlighting the pervasive influence of other people on part icipants' 
• 
vol it ion. Part icipants' l ived experience of vol i t ion reflected the importance of the 
dynamic between the social environment and the person. The findings of this study 
support the importance of  assessing vol i tion for individuals in  the context of their social 
world in order to maximize function and minimize excess disabi l i ty.  Further research i s  
needed to address caregivers' perceptions about volition, as we l l  as examining the usc of 
the VQ and specific intervention strategies that target volition. 
• 
CHAPTER ON E:  INTRODUCTION 
Background 
Dementia 
Thc incidence and prevalence of dementia indieates that this cond it ion, and its 
associated care issues, wi l l  continue to be a pressing coneern in the future. I n  the Un ited 
States, 8 to 1 5% of adults over the age of 65 are diagnosed with Alzheimer di sease, and 
the costs of di rect and ind irect care are estimated at nearly S I 00 bi l l ion per year ( U . S  . 
Surgeon General's Report, 1 999) .  While considerable research efforts have been 
undertaken to address the etiology and impail ments of Alzheimer disease and related 
dementias, l i tt le research has addressed the l ived experience of dementia (Cotrel l  & 
Schulz, 1 993), particularly once the person is in the moderate stage of the condit ion .  The 
sign i ficant projected growth in Alzheimer disease and related dementias (ADRD) in the 
next fifty years ( Pressley, Trott, Tang, Dur kin, & Stern, 2003)  supports the strong need 
for research on the experience of dementia. 
Whi le  the etiology of dementia can vary, a common symptom pattern across 
different types of dementia exists, and general diagnost ic criteria for a l l  types have been 
established (APA, 1 994). The man ifestation of deficits and subsequent impairments in 
al l  types of dementia are also variable (APA, 1 994), but c l inicians commonly categorize 
degree of impa irmcnt caused by demcntia in stages of mild, moderate, and severe 
I 
( Reisberg, Ferris & Crook, 1 983) .  The need for a more structured living situation and 
twenty-four hour a day superv ision typically occurs in the moderate stage of  dementia. 
2 
Occupational therapy provides individuals with dementia, and their care partners, 
options for improving and maintaining function, and delaying dysfunction (Corcoran, 
2 00 I ;  Hellen, 2000). Occupational perfor mance is  synonymous with function in 
occupational therapy ( Sifton, 2000a) . The occupational therapy process with persons 
experiencing dementia focuses on both understanding occupational performance and the 
person ' s  experience of the chal lenges they are facing. In the moderate stage of the 
condition, the impact of dementia on engagement in dai ly occupations is significant. For 
these individuals, occupat ional perfomlance is often limited unnecessarily by excess 
disabilit ies (Corcoran, 200 I ) . Excess disability refers to any disability that is more than 
the condition alone produces ( Bowlby, 1 993; Brody, Kleban, Lawton, & Moss, 1 974). 
Excess disabil ity may be decreased when caregivers are able to employ person-centered 
strategies that honor the person ' s  preferences, and recognize and capital ize on what 
motivates the individual .  
Personhood in Dementia 
The medical model has permeated research on dementia, as wel l  as the care of 
persons with dementia ( Lyman, 1 989). However, a small but growing group of 
researchers and caregivers ( Sabat, 200 I ;  Kitwood, 1 997) have articulated the need to 
embrace personhood in people with dementia at a l l  stages. Personhood is defined as a 
humanistic view in which others respect and honor a person, regardless of their abilities 
( Kitwood, 1 997). Kitwood and Bredin ( 1 995 ) identi fled the need for a paradigm shi ft to 
a new culture of care in which personhood is preserved and valued. Sabat's ( 200 I )  
3 
research on personhood embraces the importance of valuing the subjeetive experience of 
persons with dementia. 
However, researchers and practitioners seem to have disregarded personhood in 
people with moderate dementia. The need for person-eentered research that addresses the 
subjective experience of  individuals with dementia is reflected in the fo l lowing: 
Much of the I i terature on the psychopathology of later l i fe depersonalizes 
individuals  with dementia, portraying them as if they had no past history and no 
current personality. Among such thoughtlessly ascribed losses are the abil ity to 
indulge likes and avoid dislikes. Over and above any direet neurological intrusion 
on the abil ity to react to or express positive and negative emotional states, there is  
ample evidence of the continued abi lity of people with dementia to respond 
emotionally to the world around them (Lawton & Rul;>instein, 2000, p. xv). 
The tension that exists between the biomedical and social perspectives of dementia 
contributes to the chal lenge of examining the existence of personhood in dementia.  
Motivation and Volition in Dementia 
One major aspect of personhood is  the motivation for occupation, or volition. 
Volition includes a person ' s  values, interests, and sense of personal causation 
(Kiclhofner, 2002). Lawton and Rubinstein 's  ( 2000) eomments capture the aspects of 
vol ition defined as val ues and interests, and indicate that while the changes in capacity 
caused by dementia may impact a person's  volitional continuity, the person and their 
prcferenees are still present. 
The construct of  motivation and its role in influencing human behavior in daily 
activities has been exp lored in the psychological literature through different perspectives, 
including behavioral and developmcntal theories ( Furchtgott, 1 999) .  However, limited 
4 
attention has been devoted to analyzing the construct of motivation in older adults 
(Furchtgott, 1 999; George, 1 996) ,  and even less attention to understanding motivation for 
persons with dementia. The maj ority of research rel ies primari ly on use of the person's 
self-report of their motivation and an examination of the factors that influence i t .  
However, this approach i s  problemat ic  for individuals experiencing communication 
deficits associated with dementia. 
A lthough motivation in  persons with moderate dementia  has not been specifically 
addressed in the empirical l iterature, three conceptual schemes are useful in  exploring its 
impact on wel l-be ing and functioning. Self-detellnination theory (Deci & Ryan, 1 99 1 ), 
the International Classification of Functioning, Disabil ity, and Health (ICF; W HO, 200 I ) , 
and the Model of Human Occupat ion each address relevant aspects of motivation. Self­
detern1ination theory, a conceptual model of motivation, focuses on achievement of 
psychological well-being through autonomy, competence, and relatedness ( Deci & Ryan, 
1 99 1 ) . ICF, a classification system, labels motivation as a psychological function, and 
defines it  as a mental force that drives actions (WHO, 200 I ) . According to [CF,  a 
person's  capacities interact with contextual factors, such as the environment and 
intrapersonal elements, to faci l i tate part icipation and engagement in l ife activit ies .  The 
Model of Human Occupation, an occupational therapy practice model, addresses 
motivation for occupation and the personal factors that contribute to the perfollllance of 
everyday activit ies, or human occupat ions. In the Modcl of Human Occupation, 
motivation for occupation is referred to as volition ( Kielhofner, 2002). 
5 
Understanding vol it ion and preferences for daily activit ies is  a critical 
underpinning for designing effective care that promotes and preserves identity for 
persons with dementia. Whi le  i t  has been posited that persons in the moderate stages of 
dementia have significant difficulty expressing their preferences and motivation for daily 
activi ties, l itt le research has focused on understanding the perspective of  such persons 
and the role volit ion plays in guiding engagement in everyday activi ties. Identifying the 
ways voli tion supports function can lead to improvements in care that maximize function 
and minimize excess disab i l ity. 
Problem Statement 
Epidemiological researchers agree that cases of ADRD wi l l  increase dramatica l ly 
in the next fifty years. Presently, there is  a lack of broad recognition among researchers 
and practitioners of the concept of personhood i n  persons with dementia .  Limited 
understanding of how persons with moderate stages of dementia expcrience motivation 
for occupation contributes to excess disab i l i ty and creates add itional chal lenges for thesc 
individuals. When a person ' s  unique, individual quali ties that contribute to volition are 
minimized, personhood i s  devalued. Each of these issues influence the quality of 
dementia care and the abil ity to create effective, person-centered interventi ons for 
individuals with dementia .  This study examined vol i t ion, an essential aspect of 
personhood, in persons with moderate dementia. 
Study Purpose 
The goal of this study was to explore in-depth the lived expcrience of volition in 
everyday occupations for indiv iduals with moderate dementia residing in an assisted 
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l iving faci l i ty. The major focus of this study was the relationships bctwecn a pcrson's  
behavior and the essential drive of volition that influences the ways in which people act 
on, and in, their world. Given the l imited understanding of this phenomenon, a 
qualitative research design using a phenomenological approach was used to ful ly capture 
the richness of  these relationships and the l ived experience of these individuals. 
Research Questions and Study Overview 
For this study, the original guiding questions were: 
I )  How is  volition outwardly demonstrated in persons with dementia? 
2 )  What is the relat ionsh ip of volit ion to engagement in  daily occupations for persons 
with dementia? 
• 
3 )  What is the person's pattern of past l ife interests and activity preferences? 
4) I s  there a relationship between past interests and activities and current volition for 
dai Iy occupations? 
This  phenomenological study (van Manen, 1 990) focused on ident ifying patterns 
of behavior that confil med or disconfirmed volit ion and its components: values, personal 
causation, and interests. Data col lection consisted of prolonged participant observation in 
the natural environment, and family and staff interviews. Eight participants were 
recruited from one assisted living setting in a continuing care retirement community in 
southern Ohio. Authenticity, the process for ensuring validity of a qualitative study 
(Lincoln & Guba, 2000), was establi shed using the fo l lowing qual itative research 
techniques to ensure credibil ity of the findings: use of multiple data sources in the form 
of partic ipant observation and interview data; reflective methods (reflective journal, audit 
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trai l ) ;  member checks with interviewees; peer debriefing with program manager; and use 
of an external auditor with expertise in qualitative research to review the analysis and 
findings near the end of the study. 
• 
CHA PTER TWO: LITERATU RE REVIEW 
Dementia :  The Scope of the Problem in the U nited States 
Prevalence 
Dementia is  considered a major health concern that affects not only the pcrson 
with the condition and their care partners, but a lso society as a whole. Estimating 
prevalence is  challenging due to differing types of dementia, but most studies focus on 
the progressive dementias, which include Alzheimer disease, vascu lar dementia, and 
dementia associated with degenerative neuro logical conditions, such as Parkinson ' s  
disease (Ritchie & Lovestone, 2002). Progressive dementia, often referred to as 
Alzheimer disease and related disorders (ADRD), was the focus of  this study. 
Prevalence estimates for Alzheimer disease ( AD) range from 8 to 1 5% of the population 
• 
of adults over the age of 65 ( U  .S. Surgeon General ' s  Report, 1 999). Two to four million 
individuals are currently diagnosed with Alzhcimcr disease in the United States alone 
( Brookmeyer, Gray, & Kawas, 1 998), and these prevalence estimates address only the 
60% to 70% of a l l  dementi as that are due to AD (Hendrie, 1 998). 
Incidence 
The incidence of  ADRD increases exponentially with age, and it is cstimated that 
360,000 new cases of AD occur annually (Brookmeyer, Gray, & Kawas, 1 998). Using 
data from four major longitudinal cohort studies, Brookmeyer et al .  note that the 
incidence rates of AD continuc to rise through the ninth decade of life, with age-specific 
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incidence rates of . 7 1  %, I %, and 2 .92% at ages 75, 77, and 85 years of age. This trend of 
age-related risk was also demonstrated in the Cardiovascul ar Health Study (CHS), a 
longitudinal study i n  which an older cohort of 3,602 participants was examined during a 
five-year period to estimate the incidence and prevalence of  dementias of the Alzheimer 
and vascular types (Fitzpatrick et a I . ,  2004) . 
Projected Growth 
While estimates of prevalence and incidence vary (Brookmeyer, Gray, & Kawas, 
1 998; Pressley, Trott, Tang, Durkin, & Stem, 2003), a l l  epidemiological research 
suggests that the number of cases of  ADRD wil l  continue to increase dramatica l ly in the 
next fi fty years. Because of the aging of the United States popu lation, as many as I in 45 
Americans could be diagnosed with A D  alone by then (Brookmeyer, Gray, & Kawas, 
1 998) .  This exponential growth is  predicted to continue to strain economic, health, and 
caregiver resources ( Evans, 1 990) .  
Costs 
In the late 1 990's, the annual cost of care per person with AD was estimated to be 
between $3 8,072 and $60, 1 89 ( Rice, F i l l i t ,  Maz, Knopman, Lloyd, & Duttagupta, 200 I) .  
Annual costs for community-based elder care provided by informal caregivers are 
projected to range from $3,630 for persons with mild dementia to $7,420 for moderate 
dementia, and $ 1 7 ,700 for severe dementia (Langa et ai, 200 I ) . Given the projected 
growth in the prevalence of ADRD, these costs are significant and a relevant factor in the 
need to design and deliver effective care for persons with dementia. However, the 
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fi nancial costs do not begin to reflect the emotional and social costs to individuals who 
experience this condition, and their families. 
Needs of the Person with Demcntia 
"I'm Still Here" Understanding the Experience of Dementia 
Understanding the personal experience of dementia has bcen overshadowed by 
the biomedicalization of  the disease (Lyman, 1 989), causing both researchers and 
practitioners to emphasize signs and symptoms, not the expericnces, of the condition. 
The medical model of  care, which has dominated most research on persons with ADRD, 
has focused primari ly on quantifying deficits and loss (Cotrell & Schulz, 1 993). 
However, a new area of  study has emerged in the past decade which questions the 
• 
assumption that loss of personhood is an inevitable consequence of  dementia, and 
emphasizes the personal experience of living with dementia. 
Gaining insight into a day in the life of a person with dementia presents a 
monumental challenge for many reasons, not least of which is the overwhelming belief 
that dementia inevitably results in ' loss of sel f  ( Cohen, 1 99 1 ;  Cohen & Eisendorf, 1 986). 
While it is well established that dementia is a degenerative condition in which cognitive 
dysfunction interferes with the performance of everyday activities (APA, 1 994; Hel len, 
2000), little emphasis has been placed on understanding how persons with dementia 
experience symptoms and the effect of these symptoms on daily life. Limited awareness 
of the person's  experience is poignantly reflected in this statement found in Snyder's 
( 1 999) col lection of first person accounts from A lzheimer support group participants: "A 
• 
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lot of people have no idea what this d i sease i s  a l l  about-no idea what we go through and 
the things that we feel  we are losing" (p .  93) .  
Non-empi rical  l i terature that embraces the perspective of the person with early 
stage dementia i s  found in first person accounts that chronicle the daily struggles of l iv ing 
with this condit ion ( Davis, 1 989; McGowin, 1 993). These accounts have begun to 
i nspire research focusing on the experience of dementia from the perspective of the 
person. This emergent l ine of research typically focuses on the early stages of dementia .  
For example, L i  and Orleans (2002) completed an ethnography using participant 
observation and i nterviews that explored the l ived experience of persons with early stage 
AD.  Menne, K inney, and Morhardt (2002) and Clare ( 2003 ) examined the perspectives 
• 
of persons in the early stages of dementia through interviews. Phinney and Chesla (2003)  
also used in-depth i nterviews to describe the l ived experience of n ine individuals with 
mi ld  to moderate dementia. These examples represent a sma l l  minority of studies that 
embrace the person ' s  perspective, and most focus on the early stages of the disease. 
Personhood and Dementia 
The concept of personhood has been explored in three main areas of discourse: 
transcendence (sp iritual), ethics, and soc ia l  psychology ( Kitwood, 1 997). Examining the 
s imi larities and d ifferences in the defin itions of personhood in each of the three areas, 
Kitwood ( 1 997) synthesized the areas of  overlap to create a unitary concept. Kitwood 
( 1 997) defines personhood as "a standing or status that is bestowcd upon one human 
being, by others, in the context of relationship and social being. I t  implies recogn it ion, 
respect, and trust" (p . 8) .  Personhood is accorded by one's  cul tural and soc ial group; 
• 
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therefore, relationships are central to inclusion or exclusion from the group. Personhood 
also comprises the individual ' s  subjective experience of the world. Depersonalization is 
found in many cultures when a person experiences a serious difference in abilities, 
compared to others, as seen in cognitive impaillnents such as dementia. 
Forces that work against the study of personhood in dementia are many. Lack of 
empathy and an overemphasis on deficits are powerful  barriers to truly understanding the 
needs of the person with dementia. The enigmatic nature of symptoms ranging from 
memory loss, apraxia, perceptual deficits, and communication problems, to a host of 
psychosocial and behavioral problems, create significant chal lenges on a daily basis for 
persons with dementia (Snyder, 200 I ) . 
Several qualitative studies have ascertained the persistence of self in dementia 
(Tappen, Wil liams, Fishman, & Touhy, 1 999; Li & Orleans, 2002). Identifying that the 
self persists in spite of growing deficits is consistent with Kitwood' s  conceptualization of 
personhood. C lare (2003) identified two main strategies, 'self-maintaining '  and ' self­
adjusting '  (p .  33), which individuals in early stages of Alzheimer disease use to maintain 
self-concept .  Self-maintaining strategy refers to the person ' s  attempts to manage current 
personal identity so that it is congruent with previous identify, and self-adjusting 
strategies include attempts to acknowledge the dementia-rclated changes that are 
occurring, and the incorporation of this knowledge into current self-concept (Clare, 
2003) . The use of these strategies suggests that continuity of self exists, and Clare notes 
that by understanding how individuals with dementia use such strategies, caregivers can 
be more effective in providing care. These studies also assist formal caregivers in 
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developing greater empathy for the person and their l ived experience, and represent 
init ia l  attempts to reduce and el iminate the depersonal ization that typical ly occurs within 
the medical model .  
While these studies have contributed to a deeper awareness of  personhood in early 
stages of  ADRD, l i tt le research has addressed the person 's  perspective in the middle 
stages of  the condition. M any researchers seem to justify this by assuming that these 
persons are unreliable i nfoltl1ants (Mul len, Howard, David, & Levy, 1 996). This 
assumption has been chal lenged by Sabat ' s  (Sabat, 2002; Sabat, 200 I ;  Sabat & Coll ins, 
1 999; Sabat, 1 994; Sabat & H arre, 1 992) findings from multiple qual i tative studies that 
demonstrate the persistence of personhood into middlc and latcr stages of dcmcntia . 
• 
In  a qual itative study of three individuals with AD, Sabat and Harre ( 1 992) uscd 
Social Constructionist theory to distinguish between social and personal identities. Social 
constructionist theory focuses on the role of the social environment in the development of 
sel f-identity (Sabat & Harre, 1 992).  The researchers found that, while social identity is 
negatively affected by the responses of other people to the disease, personal identity 
survives into the end stages of dementia. Sabat 's further research (Sabat, 200 I ;  Sabat & 
Col l ins, 1 999; Sabat, Fath, Moghaddam, & Harre, 1 999; Sabat, 1 994) has used a detai led 
case study approach and builds upon Thomas Kitwood ' s  ( 1 997) work on personhood in 
dementia. 
For example, Sabat ( 1 994) examined the role of malignant social psychology and 
exccss disabil ity with one part icipant in an adult day program. The construct of 
mal ignant soc ial psychology, developed by Kitwood ( 1 990), refers to any impact of the 
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psychosocial environment that i s  damaging to personhood. I n  this study, Sabat i nteracted 
regularly with the participant and conducted in-depth interviews with the staff and fami ly 
caregiver. He  found that the impact of  malignant social psychology from the 
participant 's  caregiver strongly, and often negatively, influenced the cl ient ' s  behavior and 
sense of competence while at the adu l t  day program, resulting in staffs observations of 
decreased function. As a result of these findings, Sabat suggested that signi ficant 
improvements i n  the personal experience of  persons with dementia could be achieved by 
addressing their social world. 
A later study by Sabat, Fath, Moghaddam, and H arre ( 1 999) examined the 
maintenance of self-esteem in four individuals with AD. A l l  four participants werc 
• 
interviewed or observed in their homes, at an adult day program, or both. The Social 
Constructionist v iew of sel fhood defines two aspects of identity: how one sees onescl f, 
and how others see the person. This view includes three aspects of the self exprcssed in 
both conversation and behavior: Self I (personal identity) ,  Sel f 2 (mental and physical 
attributes and one ' s  beliefs about them), and Sclf 3 (socially presented sel f) .  Self I is 
expressed through the use of personal pronouns such as "me" and "mysel f', and 
represents an individua l ' s  view of the world and his or her narrative of it (Sabat, 2002) .  
Through part icipants' conversations and behaviors, the study examined the complex 
nature of self-esteem in persons with AD and the role of negative interactions from the 
environment on Selves 2 and 3. Whi le excellent theoretical detai I was provided in this 
study, l imited infoll1lation was provided about the methodology. The researchers 
concluded that interactions with others strongly influence a person's  view of Sel f 3, and 
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that when personhood i s  not acknowledged and dcficits become the defining view of Self 
2 ,  maintenance of sel f-esteem i s  threatened for persons with AD. 
Sabat and Col l i ns ( 1 999) further examined the role of malignant social 
psychology and excess di sabil ity in their single case study of a woman with moderate to 
severe AD. During a four month period of extended observation and audiotaped 
conversations and interactions, they found that, despite Mrs. F . ' s  marked communication 
impaiJlnents and presumed significant cognitive and social defici ts, she exhibited several 
indicators of wel l-being. These indicators, drawn from Kitwood and Bredin ' s  ( 1 992) 
work, included the abi lity to attend, social sensit ivity, creativity, sel f-respect, initiation of  
social contact, expression of emotions, and helpfulncss. Sabat and Col lins emphasize 
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that these observations of wel l-being and selfl100d undcrscore thc importance of 
understanding the difference between perceived deficits and actual behavior in one 's  
social context. 
Additional in-depth case studies conducted by Sabat (2002, 200 I )  further reveal 
intact sel fl100d in later stages of  dementia. In "A Izheimer 's Disease: Life Through a 
Tangled Veil " Sabat ( 200 I )  presents multiple case studies that occurred over prolonged 
periods of one-on-one interac tions with persons with AD in several contexts. While 
Sabat provides limited methodological inforlllation, rich descriptions of  individual cases 
i l lustrate a wide range of emotional responses to the losses that arc faccd by persons with 
moderate and severe levels of  A D. Emotions such as anger, embarrassment, and 
frustration are found in comments of the participants, and reinforce the impact of social 
factors that affect a person with AD's view of Selves 2 and 3 .  
Simi larly, Sabat (2002) offers a single case i l lustration of Dr. M. ,  a retired 
professor with moderate dementia who was experiencing significant communication 
impaillnents that led others to view her as a dysfunctional patient, and not as a person 
with positive attributes and abil ities. The ways in which Dr. M experienced losses in 
Selves 2 and 3 due to others' negative view of her reflect how "the person with AD i s  
' defined' by others mainly in  teIlIlS of attributes which are anathema to him or her" 
(Sabat, 2002, p. 35) .  As  seen in Sabat ' s  previous research, this study also supports the 
existence of self in l ater stages of AD. 
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Taken as a whole, Sabat ' s  contributions to understanding personhood in dementia 
are significant. Sabat ' s  studies are analyses of individual experiences and are not 
• 
generalizable, but the theoretical underpinnings are sol id and provide a scaffold for this 
study. Use of a case study approach that emphasizes close interaction and observation of  
persons with AD captures the person ' s  experience. The repeated theme in Sabat' s  work is 
that the person exists and i s  to be honored as a person. Whi le  Sabat ' s  exploration of the 
Self does not explicit ly address a person's  motivation for dai ly activities, i t  does support 
the premise that detai led analysis of observed behaviors and interactions can reveal much 
about the values, preferences and interests of the person with moderate dementia. 
Tappen, Wi l l iams, Fishman, and Touhy ( 1 999) also identified persistence of  self 
in persons with advanced dement ia. Th is  well-designed qual itative study, using 
conversational analysis, was completed on 45 taped interviews with 23 residents in two 
urban nursing homes. Using Sabat and Harre ' s  ( 1 992) premise that usc of first-person 
indexical language is observed with an intact se lf, the phenomenological analysis of the 
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conversations noted that "I" was used frequently by a l l  participants. This refutes the 
commonly held belief of caregivers that persons with advanced dementia experience loss 
of self and therefore find l i fe meaning less. 
L i  and Orleans (2002) conducted an ethnography to assess the experience of self 
of four residents with AD l iving in a senior living facility, using observation a long with 
resident, family, and staff interviews. Analysis of the data using grounded theory yielded 
four main themes related to the subjective experience of dementia. These were "the self-
presentation of the residents, their remaining ski l l s  and interests in coping with col lective 
life, staff perspectives on the residents' personhood, and family members' views of the 
residents" ( Li & Orleans, 2002, p. 234) .  The authors' findings were consistent with 
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Kitwood and Sabat ' s  conceptualizations of personhood, which focus on the fu l ly  human 
abil ities and unique characteristics of the person. This study also supports the use of 
close observation of persons with AD as a preferred method to understanding 
personhood. 
I n  one of the only quantitative studies examining personhood in persons with 
dementia (Cohen-Mansfield, Golander, & Arnheim, 2000), scl f-identity was examined in 
38  residents in two nursing homes in I srael, al l  of whom had dementia. For this study, 
the construct of sel f-identity was opcrationalized broadly, and incl uded "roles, identities, 
attributes, and preferences which an individual attributes to h im/herself, and which 
therefore reflect sclfhood" (Cohen-Mansfield, Golander, & Arnheim, 2000, p. 383) .  
Using closed-ended questionnaires developed for the study, data was col lected from four 
different sources (residents with dementia, staff, family, and residents' charts). 
In terview responses were coded and analyzed quantitatively and qualitatively. The 
authors found that, despite advanced dementia, many aspects of personhood were 
retained in the participants' self-identity. 
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Cohen-Mansfield et a l .  identified personhood using four roles that were 
categorized as sources of self- identity: occupation, family member, leisure act ivities, and 
personal achievement. Of these four categories, fami ly member was the role most 
remembered and identi fied by residents. Family member was also the highest correlated 
role between family and staff s  rating of role importance. Nearly half (47%) of the 
residents were able to identify their prior occupation, which was defined as paid 
employment outside of the home. Rcading was identified as the most common (39%) past 
leisure activity by the residents. However, staff identi fied TV watching as the most 
common (30%) current lei sure activity of residents. Family members a lso noted TV 
watching as a major past interest. Maintenance of family heritage (44%) and success of 
fami ly members (32%) were the most frequent personal achievements ident i fied by 
residents. Since the sample consisted primarily of women, the researchers note that 
further research is needed to examine whether gender or occupation affects type of 
identity most l ikely to be most preserved. While some trends were common, much 
variation existed in residents' perceptions of their sel f-identity. Therefore, individual ized 
treatment remains the highest priority for persons with dementia. and provides the basis 
for embracing their personhood. 
These studies demonstrate both the existence and importance of personhood in 
middle stages of dementia. A major theme emerging from the personhood research is 
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that, through the rich examination of personhood, the l ivcd expericnce of persons with 
dementia is  honored. Embracing personhood may also help caregivcrs become more 
deeply sensitized to the needs of these individuals. This body of rescarch remains very 
smal l ,  and there i s  a significant need for studies that closely examine thc experiences of 
persons with dement ia, particularly those who are experiencing the middle stages (Moore 
& Hol lett, 2003; H arris, 2002). 
By accepting the premise that personhood exists for persons experiencing 
moderate levels of  dementia, the question of how such persons express values, 
preferences, and interests which motivate their responses to the world around them 
remains an important one. Although research is emerging that focLises on personhood in 
the provision of care, the connection between personhood and motivation for 
occupations, or volition, has not been examined. Therefore, this gap in the exploration of 
personhood was a central focLis of this study. 
Person-Centered Care Paradigm 
The telln 'person-centered care' emerged from the work of Thomas Kitwood 
( 1 993, 1 997; Kitwood & Bredin, 1 992) who investcd considerable energy in describing, 
developing, and advocating this approach to dementia care. In  his seminal work 
"Dementia Reconsidered: The Person Comes First " .  Kitwood ( 1 997) described the 
central tenets of person-centcred care, and noted that research addressing the everyday 
l i fe of people with dementia was just begi nn ing. The new paradigm of person-centered 
care is focused on the abil ities, rather than the deficits, of persons with dementia 
( Kitwood, 1 997). I t  i s  based on a humanistic view that places the person at the center of 
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care, and emphasizes the need for deep culture change that embraces the person, rather 
than the pathology of the disease of  dementia. The phi losophy and approaches of person­
centered care are consistent with understanding what factors motivate a person to engage 
in meaningful interactions with others and the environment. 
Ki twood ( 1 997) identifies five primary, interconnected needs of persons with 
dementia that must be met to maintain personhood: comfort, attachment, inclusion, 
occupation, and identity. With some similarities to occupational therapy' s  definition of 
occupation, Ki twood ( 1 997) states: "to be occupied means to be involved i n  the process 
of l i fe in a way that is personal ly  significant, and which draws on a person 's  abi l i ties and 
powers" (p .  83) .  K itwood's  ( 1 997) examples of occupation include involvement with 
others, relaxation, and lei sure and productive proj ects, inc luding work. 
I t  has been posited by Ki twood ( 1 990) that a l arge percentage of the behavior 
prob lems that occur in persons with dementia are the result of malignant social 
psychology that prevents having these needs met. The concept of malignant social 
psychology was identi fied by Kitwood ( 1 990) as he researched depersonal ization in 
dementia using a critical incident reporting technique. He observed episodes of 
interpersonal interactions that diminished personhood in people with dementia. 
Seventeen clements of mal ignant social psychology have been identified by Kitwood 
( 1 997), and include disempowerment, infant i l ization, stigmatization, and ignoring. 
Furtherlllore, these elements arc not seen as intentiona l ly evil on the part of  caregivers, 
but rather part of a culture of care that re inforces depersonalization (Ki twood, 1 997). 
Such toxic social environments are bel ieved to create or magnify defic its, and dim inish 
• 
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and devalue the person. In  addition to a focus on the person with dementia, Kitwood 
( 1 997) bel ieved that fOlll1al caregivers' personhood must also be respected and supported 
by the organization providing care in order for caregivers in any setting to provide truly 
person-centered care. 
I n  a proposed new culture of care (K i twood, 1 997; Kitwood & Benson, 1 995),  
abil i ties of the person are embraced, and indicators of well-being can be measured 
through observed behaviors (Brooker, 1 999). Person-centered care and the majority of 
research examining this approach is primari ly  based in the United Kingdom. To date, the 
primary method for assessing person-centered care in  formal care settings is through 
Oementia Care Mapping ( OCM). OCM is a detai led observation tool that assesses the 
• 
qual ity of person-centered care by recording indicators of well or i II being of persons in 
formal  care settings ( Kuhn, Ortigara, & Kasayka, 2000). As such, it provides fOI mal 
caregivers with detai led infomlation about well-being of care recipients and possible 
needs for continued staff development. A meta-analysis of OCM studies conducted by 
Beavis, Simpson, and Graham (2002) noted that, while OCM has good face val idity and 
demonstrated rel iabi l i ty, further research using controlled studies i s  needed to better 
determine its app lication by nursing staff. Thus, the dircct app l ication of the construct of 
person-centered care remains in its infancy, and more research i s  needed to understand 
the ways in which a cul ture of person-centeredness is brought to l ife in a formal care 
sett ing for persons with dementia. 
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The Eden Alternative 
The Eden A lternative represents one innovation i n  long-ternl care faci l ities that is 
consistent with a person-centered approach. Dr. Wil l iam Thomas ( 1 996) created the 
Eden Alternative to counter the negative insti tutional effects of nursing homes and 
significantly address residents' quality of  l i fe issues. Since its inception in the mid-
1 990 's, the Eden A lterative has expanded to inc lude a wide range of long-term care 
settings, including assisted l iving. The goal of the Eden Al ternative is to faci l itate deep 
culture change in the organization and placc al l  care dec i sions c losest to the recipients of 
care (Thomas, 1 996) . The Eden Alternative represents a fundamental change in the 
cu lture of care for e lders since it addresses the negative influence of the insti tutional 
• 
envIronment. 
Two central constructs in the Eden Al ternative are The Human Habitat and the 
Ten Principles (Thomas, 1 996). The Human Habitat was designed as the antidote to 
three proposed causes of human suffering in nursing homes and other congregate l iving 
sellings for e lders: loneliness, hclplessness, and boredom. The integration of plants, 
animals, and chi ldren into the environment is the cornerstone of creating The Human 
Habitat. The Ten Principles represent the core of allitudes and vision necessary to 
institute cultural changes, and underscore a person-centered approach to caring (Thomas, 
2000). Without substan tive changes in organizational structure and beliefs emanating 
from the top of the organization, allempts to implement The Eden Al ternative wi l l  be 
nothing more than physical environment change (Tavormina, 1 999; Thomas, 1 996). The 
process of deteml in ing what fits best for a particular nursing home is key in 
implementing both The H uman Habitat and The Ten Principles (Thomas & Stenner, 
1 999). 
Whi le environmental change alone may have some impact, fundamental change 
in staff values i s  more necessary to change an organization 's  culture ( Bond & Fiedler, 
1 999). Bond and Fiedler used a pre-post case study design to examine the impact of 
changes in organizational culture under three d ifferent unit conditions in one nursing 
home:  physical renovations, social intervention with staff training, and no changes. 
Three scales that measured organizational culture, staff encouragement, and team 
relations were used to test the hypothesis that social intervention would bring more 
change in staff values than environmental changes. The social intervention included 
• 
adoption of a neighborhood approach by one unit . The staff was trained in  the 
neighborhood approach, which views residents as "good neighbors" who are able to 
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make decisions and assumes that residents will take care of themselves to the best of their 
abi l it ies. This cul ture change contrasts with the medical model, in which a resident who 
is passive and obedient is viewed as a good patient. As predicted, social intervention was 
most significant in effecting organ izational cul ture change ( Bond & Fiedler, 1 999). 
Additional Examples of Person-Centered Care 
Other approaches to dementia care have evolved, representing a range of care 
philosophies. As recently as twenty years ago, dementia was viewed as a hopeless 
condition, and depersonal izat ion permeated the cu lture of care (Kitwood & Benson, 
1 995 ) .  I n  the past decade several innovative approaches that recognize and honor the 
personhood of persons with dementia have emcrgcd. Thcse include the revised approach 
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of Reality Orientation (Holden & Woods, 1 995) ,  Validation Therapy (Feil, 2002), 
Reminiscing (Cheston, 1 996), and a range of expressive arts and sensory-based activities 
(S ifton, 2000a; Kahn-Denis, 1 997; Robichaud, Hebert, & Desrosiers, 1 994). However, 
each of these intervention techniques addresses a particular aspect of the person's 
function, such as memory, affect, and expression, rather than the culture of care. 
Relevance of Personhood and Person-Centered Care to the Study 
Person-centered care values both the individual 's  current and past l ife 
experiences, and therefore embraces the person's  perspective. The impact of current l i fe 
experiences on l ife narratives is described in the growing li terature examining the l ived 
experience of persons with dementia. Research addressing the l ived experience of 
dementia provides a relevant backdrop that relates to the philosophy of person-centered 
care. The l iterature on the l ived experience of  dementia, along with person-centered care, 
offers a perspective that supports the importance and signi ficance of examining the 
• 
person's  perspective on motivation and its relationship to engagement in everyday 
• occupatIOns. 
Theoretical Framework and Rationale 
Frameworks [or the Study 
The empirical examination of motivation in general has been sporadic (Lawton, 
Moss, Winter, & Hoffman, 2002), with l i ttle attention to older adults. While motivation 
is commonly understood to be a critical psychological component of a person 's abi l i ty to 
function effectively in their daily activities, only a few disparate theories concerning 
motivation and older adu lts exist (Furchtgott, 1 999). The threc primary schools of 
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thought regard ing motivation are behavioral, personality trait, and more recently, social 
cognitive (Heckhausen & Dweck ,  1 998) .  The l imited appl ication of motivation theories 
to aging, combined with the powerful assumptions regarding loss of sel f-identity with 
ADRD, make it  chal lenging to identify a framework to provide a conceptual context for a 
study of volit ion in persons with dementia. However, self-deteJ mination theory (Deei & 
Ryan, 1 99 1 ) , the World Health Organ ization ' s  In ternational Classification of  Functioning 
( ICF), and the Model of Human Occupation provide useful concepts and models related 
to health and volition. 
Selj�Delerminalion Theory 
Self-determination theory is  a conceptual model of motivation (Ryan,  1 998; Ryan 
• 
& Frederick, 1 997;  Deci & Ryan, 1 99 1 )  that focuses on the role of innate human drives 
that aim to meet fundamental psychological needs essential for well-being. Three basic 
needs of autonomy, competence, and relatedness are central to psychological 
development and wel l-being ( Ryan, 1 998) .  Engagement in activities that fulfil l  these 
needs results in positive psychological functioning; confl icts or inabil it ies in meeting 
these needs can result in distress and possibly psychopathology, such as depression 
(Ryan, Deci ,  & Grolnick, 1 995) .  
According to self-determination theory, participation in need-satisfying activit ies 
can meet innate drives for action and build competence. However, certain social and 
physical environmental factors may hinder motivation. Older adults in general, and those 
with dementia in particular, may experience barriers to meeting any or al l  of the basic 
psychological needs of autonomy, competence, and relatedness, which can result in  
• 
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decreased well-being ( Ryan & Frederick, 1 997) .  For example, persons with dementia 
may face challenges to their autonomy, as impaillnents in  executive functioning affect 
decision-making ski l ls  and caregivers start making cho ices for them. Caregivers often 
assume that decreased cognitive ski l ls in persons with dementia equate with an inabil i ty 
to relate to others and consequently, interactions may be avoided or depersonalized. Both 
pract ices can deny opportuni ties for the person with dementia to participate in valued 
occupations. Even though the symptoms of dementia  create chal lenges to a person ' s  
ski l ls  and abi l ities, their basic psychological needs for autonomy, competence and 
relatedness rcmain, and i t  is imperative to recognize these needs and address al l  
modi fiable barriers. • 
lCF View of Motivation 
The International C lass ification of Functioning, Disabi l ity, and Health ( lCF) 
(WHO, 200 1 )  is a classification system that defines motivation in the context of 
participation in l i fe activities. The aims of this widely acccpted model are to provide a 
foundation for studying health and functioning cross culturally, devclop a common 
language for better trans-discipl inary communication, and promote comparison of 
research globally in multiple contexts (WHO, 200 I ) . The ICF has been used in several 
cl inical and research appl ications in geriatrics ( U stun, Chatterji, Bickenbach, Kostanjsek, 
& Scheider, 2003), and provides a useful framework for understanding the ways 
dementia affects functioning and health. 
ICF conceptualizes health and functioning as being created by the complex and 
dynamic in teraction between a person and his or her body functions and structure, and 
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contextual factors ( WHO, 200 1 ) . Function relates to the person ' s  abi l ity to successfu l ly 
engage in activ it ies and participate in  maj or l i fe areas. Activity and participation are two 
key concepts related to functioning i n  the l C F  (WHO, 200 I ) . Activity is defined as "the 
execution of a task or act iv i ty by an individual" (WHO, 200 I ,  p .  1 8) ,  and participation as 
"involvement i n  a l i fe situation" (WHO, 200 I ,  p .  1 8) .  Functioning refers to the posi tive 
aspect of the I C F  components of body functions, body structure, act ivity, and 
participation (Dahl, 2002 ). Changes i n  functioning are influenced by contextual factors 
unique to the person, as well as the presence of health condit ions that may impact on the 
function and structure of the body (WHO, 200 I ) . Contextual factors are classified as 
either environmental or personal (WHO, 200 I ) . The ICF defines environmental factors 
as external to the person, such as the physical and social environment, and personal 
factors as internal to the person and not part of a health condit ion (WHO, 200 I ). Some 
examples of personal factors include l i festyle, coping skil ls, and psychological assets. I n  
the ICF, the constructs of  body functions and body structure, activities and participation, 
and contextual factors (personal and environmental) are seen as having a dynamic 
relationship, whereby al l  components are part of an interact ive framework that influence 
each other (Dah I, 2002 ). 
I n  the I CF, motivation is an energy and drive function within Global Mental 
Functions (WHO, 200 I ). Global Mental Functions arc categorized within the area of  
Mental Functions, which in tum is a classification under Body Functions (WHO, 200 I ) . 
Motivation is defined as " mental functions that produce the incentive to act ;  the 
conscious or unconscious driving force for action" (WHO, 200 I ,  p. 40). ICF defines 
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energy and drive functions as "general mental functions of physiological and 
psychological mechanisms that cause the individual to move towards satisfying specific  
needs and general goals in  a persistent manner" (WHO, 200 I ,  p .  40). The mental 
function of motivation remains an elusive construct in the older adult population 
(Furchtgott, 1 999), especial ly  among those with dementia. 
Model of Human Occupation 
The Model of Human Occupation (MoHO) i s  an occupational therapy practice 
model that is  useful for understanding motivation and the personal factors that contribute 
to the perfom1ance of everyday activit ies, or human occupations. Using a systems 
approach to understand occupat ional perf 011 nance, MoHO "seeks to explain how 
• 
occupation is motivated, patterned, and performed" (K ielhofner, 2002, p. 1 3 ) .  I n  this 
model, occupational perfom1ance i s  analogous to act ivi ty and participation as defined by 
the ICF .  Within the person, the three systems of vol i t ion, habituation, and perfom1ance 
interact with the environment in an integrated fashion to create occupational 
perfom1ance. Meaningfulness of  occupational performance is driven by the volitional 
system, and volit ion strongly influences the meaning of occupations for individuals. 
Voli tion involves humans' motivation for occupation, and is defined as "a pattern 
of thoughts and feel ings about oneself as an actor in one ' s  world which occur as one 
anticipates, chooses, experiences, and interprets what one does" ( Kielhofner, 2002, p. 
44) . Vol it ion processes arc ongoing and are shaped by experience, interpretation, 
anticipation, and activity and occupational choices ( K ielhofner, 2002 ). Motivation for 
occupations, or vol ition, is a biological ly intrinsic process in al l  humans that is  mediated 
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by personal causation, values, and interests ( Kielhofner, 2002) .  "Personal causation 
refers to one's sense of  competence and effectiveness. Values refer to what one finds 
important and meaningful to do. I nterests refer to what one finds enjoyabl e  or satisfYing 
to do" ( Kielhofner, 2002, p. 1 5) .  The I C F  definit ion of motivation, "mental functions 
that produce the incentive to act" (WHO, 200 I ,  p. 40), is  congruent with the volitional 
system in MoHO. I n  dai ly l i fe, vol ition, and therefore motivation, impact occupational 
choice. 
When dysfunction occurs in the voli t ional system, such as through cognitive 
impairments associated with dementia, the negative impact on occupational performance 
may be sign ificant ( Haglund & Kjel lberg, 1 999). Given the communication and 
cognitive deficits associated with dementia that i nterfere with the person's  usual abil ity to 
verbal ize and act upon their i nternal drives (Corcoran, 200 1 ), dementia may impact the 
volitional system through changes in awareness of  vol i tional sel f  knowledge ( i .e., abi l ity 
to identifY and articulate interest, values, and bel iefs about one ' s  capacities). For 
example, a person with dementia is not l ikely to be able to describe their strengths or 
interests when asked about these areas using open-ended questions, such as "What do you 
l ike to do?" or "What are you good at?" However, the processes actual ly involved in 
vol i t ional sel f-awareness and the behaviors indicative of volition have not been explored 
in empirical studies of persons with moderate dementia. While de las Heras, L lerena and 
Kielhofner (2003 ) have provided an excel l ent theoretical overview of  the voli tional 
process for individuals whose cognitive abi l i ties create significant chal lenges to their 
volition, the relat ionship between decreased perfOIlIlance capacity and changes in the 
volitional system requires further research .  
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Voli t ion i s  typically assessed through interviews and checklists (Kielhofner, 
Forsyth, de las Heras, Hayashi, Melton, & Raymond, 2002). One observational 
assessment tool , the Voli tional Questionnaire (de las Heras, Geist, Kielhofner & Li ,  
2003), i s  designed for use with persons who are not able to effectively participate in  self­
report assessments. The Volitional Questionnaire ( VQ) assumes that those who are 
unable to verbally share their interests and values sti l l  express them through their actions, 
and cmpirical research shows it  to be a useful tool for persons with dementia ( Kielhofner, 
et a I . ,  2002). 
Volit ion is central in driving occupational preferences, and understanding the role 
this system plays in supporting a person's  occupational behavior is critical for designing 
environments and interventions that support occupational performance. All  three 
components of volit ion (personal causation, values, and interests) constitute the drive to 
act, and each affects dai ly activity choices and larger occupational choices. "Activity 
choices refer to the many decisions we make about doing things throughout each day" 
(Kielhofner, 2002, p .  57) .  
A person ' s  preferences for occupations can be observed through the myriad 
activity choices made in a day ' s  routine. For example, activity choices influence a 
person ' s  dai ly decisions about when to get dressed and what to wear, how to spend one's 
time, and which activities are most important to pursue. Occupational choices are made 
less frequently, but are more signi ficant in that they relate to "dccisions to bcgin or end 
roles, alter a habit pattern, or undertake a personal project" (Kielhofner, 2002, p. 58) .  
Examples of occupational choices among older adults include retiring, embarking on a 
weight loss program, and taking on a new hobby. Dementia impacts both activity and 
occupational choices. The mechanisms for these processes are complex, and the 
dynamics of  choice in this population have not been studied. 
Analysis of ICF and MoHO 
ICF  and the MoHO have many commonalit ies, but differ in  scope and 
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tel minology used. Both conceptual frames seek to explain function and dysfunction, and 
the phi losophy of universalism i s  apparent in  each ( AOT A, 2000; Bickenbach, Chatterj i, 
Badley, & Ustun, 1 999). Whi le  the ICF  is intended for use by a much broader audience, 
MoHO captures many of the same constructs found in the ICF, and both have 
demonstrated cl inical uti lity ( Kielhofner & Forsyth, 1 997) .  
Several constructs of  the lCF and MoHO are similar. MoHO's systems approach 
views the environment ( social and physical) as an important and dynamic influence on 
occupat ional performance ( Kielhofner, 2002 ). The addition of contextual factors in the 
ICF simi larly signals the importance of environmental factors ( internal and external) as 
facil itators or barriers to involvement in act ivities and participation in l i fe situations 
(WHO, 200 I ) . In MoHO, the constructs of environmental demands and constraints, and 
opportunit ies and resources, parallel the ICF concepts of contextual barriers and 
faci l itators, respectively ( W HO, 200 1 ). Other parallel concepts inelude activities ( ICF) 
and occupational fOlll1S ( MoHO); part icipation ( I CF) and occupat ional participation 
( MoHO), and body structure/function ( ICF) and perfonnance capacity ( MoHO). Both 
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models have evolved from hierarchical to more dynamic, integrated models ( Kielhofncr 
& Forsyth, 1 997; W HO, 200 1 ) . The language of MoHO focuses on occupational 
perf 01 mance and occupational behavior, and the language of activities and participation 
in  I C F  addresses s imi lar constructs, but they are not synonymous. Final ly, both models 
continue to change and need ongoing val idation of their constructs and the relationships 
between them. This i s  needed in order to test their usefulness i n  understanding ab i l ity 
and functional performance across the l i fespan. 
Defining Occupation 
Defining occupation is not an easy task due to its complexity and ubiquity. The 
struggle to more clearly definc what i s  meant by occupation and act ivity is evident in 
• 
occupational therapy's  increased interest and research in this area. Two current 
occupational therapy theorists offer useful perspectives on occupation.  I n  the Model of 
Human Occupation, Kielhofner (2002) defines occupation as "the doing of work, play, or 
activities of daily l i ving within a temporal, physical, and sociocultural contcxt that 
characterizes much of  human l ife" (p. 8) .  This broad definition encompasses all types of 
act ivity, and these activities can be further classified as occupational forms. 
Occupational forms are "conventionalized sequences of act ion that are at once cohcrcnt, 
oriented to a purpose, sustained in col lectivc knowledgc, cultural ly recognizablc, and 
named" ( Kielhofner, 2002, p. I I I ). They relate to the range of things people do cvcry 
day (Nclson, 1 98 8 ). Baking, cleaning, and driving are all occupational forms that arc 
readily recognizable, and each form has a collection of actions, objects, and outcomcs 
that creatc thc act ivi ty. For cxamplc, when baking a birthday cake, thc family rccipcs, 
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techniques and bakeware used, and traditions about choosing the type of cake are all part 
of the occupat ional fOlln of baking. 
Pierce (200 I a) defines occupation as "a speci fic individual 's  personal ly 
constructed, non-repeatable experience" ( p. 1 39). I n  two seminal articles, Pierce (200 I a, 
200 I b) clearly di scusses the distinctions between activity and occupation. Pierce' s  
(200 I a) central point is that meaning is  attached to both occupation and a person ' s  
experience of occupation. Activity is  distinguished from occupation by the concept that 
activity represents culturally shared ideas. Additionally, "activity is not experienced by 
a specific person; is  not observable as an occurrence; and is  not located in ful ly existent 
temporal,  spatia l ,  and sociocultural context" (Pierce, 200' 1 a, p. 1 39). For example, 
• 
baking is  recogn izab le as an activity, but i t  may or may not be an occupation for a 
selected individual . Pierce (200 I a) posits that the tellTI "activity" in reF (WHO, 200 I )  is 
congruent with her definition of  activity as a cultural ly shared idea, and that participation 
reflects occupational experience. Pierce (200 I a) cal ls on occupational therapy to 
continue to distinguish between act ivity and occupat ion in order to usc them more 
effectively with cl ients. This recommendation would be uscful for further defining the 
construct of occupational forms in the Model of Human Occupation, and the ways in 
which volition influences them. The influence of occupational forms on an individual ' s  
volition is  an cqually important relationship to explore. Examin ing these relationships in 
individuals with dementia is important to an understanding of how thcir expericnces 
impact the vol itional system, and how their volition affects engagement in daily 
. . . activit ies. 
• 
Vol it ion and Motivation i n  Dementia 
Motivation and Dementia 
I n  a person-centered paradigm, the l ived experience i s  central to understanding 
the impact of the disabi l i ty caused by dementia. I n  dementia, the actual impairments in 
motivation and volition can be significant, but others' lack of understanding of their 
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impact i s  often more detrimental than the impairments themselves, and can lead to excess 
disabil i ty (Brody, K leban, Lawton, & Moss, 1 974). The prevail ing medical model that 
emphasizes irretrievable loss of motivation, and subsequent loss of sel f in dementia, 
marginalizes the person who has it .  This depersonalization then leads to further losses as 
mal ignant social psychology takes root in the person's  physical and social environment 
• 
( Ki twood, 1 997) and can create major obstacles to functioning. In order to avoid these 
issues and provide compassionate, effect ive care, a l l  care partners must strive to 
understand the need for instituting more pcrson-centered care. 
Volition and Dementia 
Although no studies have explicitly examined volition in persons with dementia, 
de las Heras, Llerena and Kielhofner (2003) have outlined a Remotivation Process that 
describes volit ion in detail for individuals with severe voli t ional impairments, including 
those with dementia. Using the Model of Human Occupation, clinical experience, and 
research on the Volit ional Questionnaire (de las Heras, Geist, Kielhofner & Li, 2003 ; de 
las Heras, 1 993), the Remotivation Process outlines the continuum of volition. This 
continuum is  grounded in Rei l ly 's  ( 1 974) developmental sequence of play behavior, and 
includes three phases: exploration, competency and achievement. Exploration refers to 
engaging in new activity for pleasure and is considered to be intrinsical ly motivated. 
Exploring new experiences generates feel ings of trust and hope ( Reilly, 1 974), and 
promotes learning about one 's  preferences, values and capacities ( K ielhofner, 2002) .  
The environment is  a critical aspect of this  phase, as exploration is best supported by a 
safe and undemanding context (Kielhofner, 2002). I n  competency, Rei l ly ( 1 974) notes 
that, through continued practice, tasks are mastered and self-confidence develops. 
Achievement is  the highest phase, and focuses on autonomy and the appl ication of 
standards to evaluate performance. As  a resul t  of the person's  interactions with the 
environment, expectat ions are establi shed, and standards for behavior develop. These 
perfoIlnance standards are driven by both internal and external expectations, and 
• 
achievement builds on the hope and self-confidence that is gained in the earlier phases 
(Reil ly, 1 974). 
Dysfunction i n  vol ition is observed "in an obvious decrease in the motivation to 
act on the world" (de las Heras, Llerena & Kielhofner, 2003, p. 7), and persons with 
dementia often exhibit this behavior. However, volition and the motivation to act are 
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"inextricably l inked to environmental factors" (de las Heras, L lerena & Kielhofner, 2003, 
p. 1 0) .  The dynamic interaction between a person 's  inner world (vol ition ) and the outer 
world (their environment) i l lustrates how crucial the person-envi ronment fit is to 
occupational performance. 
De las Heras, Llerena and Kiclhofner (2003 ) view volition as being transpersonal 
and "socially constructed" (p. 1 3 ), and this is congruent with the construct of personhood 
( Sabat, 200 1 ;  Ki twood, 1 997). This underscores the vulnerab il ity of persons with 
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dementia when their environment reinforces deficits and when others lack understanding 
of their remain ing abi l i ties. I n  fact, many persons with moderate stage dementia 
experience significant difficulty with the exploration phase of volition (de las Heras, 
Llerena, & KieLhofner, 2003). Understanding more about environmental influences on 
volition is  an important focus of this study. 
Summary of Literature Concepts and Research Questions 
Relevance of Understanding the Person 's Experience of Dementia in Dementia Care 
There is increasing recogn ition that embracing the person's  experience is  an 
important research need, and by honoring the voices of  those with dementia, quality of 
l i fe issues can truly be addressed ( Moore & Hollett, 2003). This avenue of research is 
growing, and is being explored with qual itative approaches that reflect the l ived 
experience of  persons with dementia ( Harris, 2002; Sabat, 200 I ) . Another rich and 
growing area of research and practice focuses on person-centered care, and some 
occupational therapy researchers are continuing Dr. Kitwood's ( 1 997) vision for 
implementing this paradigm ( Perrin & May, 2000). Both of these streams of knowledge 
arc helping to inform dementia care with more hope and compassion for both people 
experiencing dementia and their caregivers. 
Problem Statement 
Nevertheless, research on the l ived experience of persons with moderate dementia 
is  l imited. Furthermore, no research has speci fically examined the role of motivation for 
occupat ion, or volition, in persons with moderate dementia. Therefore, this study 
spec i fically aimed to explore vol it ion in persons with moderate dementia. 
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Need for the Study 
Through the use of a qualitative approach to provide rich descriptions and a 
person-centered perspective, the study examined how volition is  demonstrated and 
expressed in  persons wi th moderate dementia. Other specific goals of this study included 
identi fication of the relationship of volition to engagement in occupation, and 
examination of patterns of continuity in occupational preferences. 
By offering a better description of the expression of volit ion in  pcrsons with 
moderate dementia, this study aimed to contribute cl inically relevant infOlll1ation for 
practit ioncrs in dementia carc that would assist them in providing person-centered care. 
Understanding volition and the role that current and past activity and occupational 
• 
choices play in the occupational perf 01 mance of  persons with dementia may facil itate 
deeper appreciation of  their needs and preferences. The choice of  a phenomenological 
approach, in which the goal is to better understand the person ' s  perspective and 
experience (Creswel l ,  1 998), provided a good fi t  between the study ' s  purpose and the 
research methodology. 
• 
CHAPTER THREE:  METHODOLOGY 
• Research Questions Guiding the Study 
The purpose of this study was to examine the construct of volit ion in individuals 
with dcmentia from a person-centered perspective. Given the l imited information about 
volit ion and its influence on function in dai ly occupations, a phenomenological approach 
was used. The fol lowing initial questions were used to guide the research: 
I )  How is volit ion outwardly demonstratcd in persons with dcmcntia? 
• 
2 )  What is the relationship of volit ion to engagement in dai ly occupations for persons 
with dementia? 
3 )  What is the person's  pattern of past l ife interests and activity preferences? 
4 )  Is  there a relationship between past interests and activ ities and current voli tion for 
daily occupations? 
These questions were re-ordcred as the I nstitutional Review Board ( l RB)  approval 
package was prepared for submission to better reflect the progressive depth of the 
questions. Thc re-ordering also represented a better match with the chronology of the data 
col lection. The fourth question was revised as data analysis progressed, reflecting the 
emerging theme of the potency of the social env ironmcnt. The final li st of questions was: 
I )  What is the person's  pattern of past l ife interests and activ ity prefcrences? 
2) How is volit ion outwardly demonstrated in persons with dementia? 
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3 )  I s  there a relationship between past interests and activities and current volition for 
dai ly occupations? 
4) What is  the relationship of the social environment to vol ition and the engagement in 
dai ly occupations for persons with moderate dementia? 
Theoretical Orientation of  Research Design 
Phenomenology frames the search for meaning using a particular theme to 
explore questions such as "What is  the structure and essence of experience of this 
phenomenon for these people?" (Patton, 1 990, p. 88) .  Understanding the l ived 
experience of individuals is  a typical focus in phenomenological approaches to 
qualitative inquiry, and this theoretical orientation is  used frequently in the health 
• 
sciences to explore the mean ing of  an identified phenomenon for a particular group of 
people ( Creswell ,  1 998). I n  order to derive the essence of experience, phenomenology 
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uses a mode of inquiry that is descriptive, reflective and interpretive (van Manen, 1 990). 
The phi losopher Edmund Husser!, who is credited with developing the phenomenological 
tradi tion (Grbich, 1 999), advocated the suspension of judgment ( i .e . ,  bracketing) as a 
central component in drawing meaning about how people experience a phenomenon. By 
bracketing, or identifying and naming preconceived ideas, thoughts, and perspectives 
about a phenomenon, the process of being open to understanding the phenomenon occurs 
(Creswell ,  1 998). This theoretical orientation provides the framework for col lecting and 
analyzing the data in a phenomenological study. 
Phenomenological inquiry includes many orientations, including transcendental, 
cxistential, hellneneutical, l inguisti cal, ethical, and experiential (van Manen, 2002). 
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Experiential phenomenology is also referred to as the phenomenology of practice (van 
Manen, 2002) .  Professional practi tioners, such as psychologists, educators, and nurses 
frequently use phenomenology of pract ice to explore the l ived experiences of their c l ients 
i n  an effort to inform and enhance their practice. Phenomenology of practice was 
selected for use as the theoretical framework of this study since the aims of the research 
project  were to understand the phenomenon of  volition in persons with moderate 
dementia, a significant practice issue in  occupational therapy. 
When developing a quali tative research design, the theoretical orientation 
provides the foundation to guide sampl ing, data col lection , and data analysis deci sions. 
The use of a phenomenological orientat ion assumes the a priori use of a conceptual 
framework, and these perspectives infoIlI1 the research (Creswel l ,  1 998) .  I n  this study, i t  
was assumed that personhood, voli t ion, and the desire to engage in meaningful 
occupations are each present in persons with moderate dementia. As the study unfolded, 
bracketing assumptions, thoughts, and bel iefs about the l ived experiences of the 
participants occurred as an integral part of the data collection and analysis process. 
Using van Manen ' s  ( 1 990) approach, the everyday l ived experience of volition in daily 
occupations for persons with moderate dementia was explored. This process involved 
reflection, writing and rewriting, and thematic analysis, to interpret the essence of 
meaning of this phenomenon (van Manen, 1 990) .  
To address the chall enge of accessing the l ived experience of  participants with 
dementia, participatory action research methodology was incorporated within the 
phenomenology of practice. This is consi stent with the theoretical assumptions of  van 
• 
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Manen' s  (2002) approach to understanding a phenomenon. While they are often unable 
to verbally express their experiences, individuals with moderate dementia communicate a 
great deal through their behavior. Goode ( 1 994) and Spitzer (2003 ) advocate close 
interaction with individuals whose behavior is difficu l t  to interpret due to impaillllents 
that affect communication and abil i ty to verbally express i nsight about their i nner world. 
Since the major goal of this study was to increase understanding of behaviors that are 
indicative of  volit ion for individuals experiencing dementia, volition was recognized as a 
multifaceted and dynamic construct. Volition is  a function of the internal characteristics 
of a person ( including values, interests, and beliefs about efficacy) and the external 
environment, and is  an emergent phenomenon that is impacted by thcse internal and 
• 
external factors. Participatory action research methods faci  I ita ted examination of both 
what exists, and how changes in the environment could provide better access to, and 
understanding of, the phenomenon. These approaches are grounded in and consistent 
with partic ipatory action research (Rowan, 200 I ), as the study focuscd on personhood 
and desire to empower persons with dementia and their caregivers. 
Sample and Partic ipants 
Selling 
A continuing care retirement community (CCRC) located in a moderate-sized 
city in the M i dwest was the setting for the study. The CCRC had four levels of care: 
independent apartments, general assisted l iving apartments, a secure memory-support 
assisted l iv ing unit, and a health care center that provided ski l led and intermediate 
nursing care. The memory-support assisted l iving unit was structured as a dementia care 
neighborhood. The neighborhood approach is one appli cation of the Eden Alternative 
phi l osophy, and focuses on creating community in the physical and social environment 
(Kilen, 2007; Keane & Shoesmith, 2005). 
42 
The memory-support assisted living (MSAL) unit was establ i shed in Apri l 1 999, 
i n  response to a need to provide specialized care for those individuals with dementia who 
did not require intermediate care in the fac i l ity ' s  health care center. This unit provided 
assisted l iving services, in  single and double occupancy apartments, in  a secure physical 
environment for individuals in the moderate stages of dementia. The maximum capacity 
was twenty-eight residents, and the average census was approximately twenty-two. 
Admi ssion criteria included diagnosis of Alzheimer disease or related dementia in the 
moderate stages, the need for 24-hour superv ision, and the physical assistance of no more 
than one person needed for daily l iving activit ies and mobi l ity needs. The MSAL unit 
had access to an outdoor patio/garden area, as we l l  as having a common dining area, 
l iving room, and one smaller activity room. 
A description of the physical environment of the unit is a neccssary context for 
understanding the l ived experience of volition for the participants in this study. The 
experience of l ived space (van Manen, 1 990) is an important fcature of exploring a 
phenomenon, in this case, vol i t ion for each participant. A floor plan of the unit is found 
in Appendix A.  The MSAL unit was located on thc first floor of the retirement 
community in a space that was previously thc health care ccnter. During the time of the 
study, the unit was secured with four exits that had alarmed, locked doors controlled by a 
keypad entry system. Two of  these doors were the main entry points to the unit from the 
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rest of the main building of the retirement community, and two doors exited to the 
outside. Two additional doors had auditory alallns only that activated when opened, and 
these doors led to an enclosed patio area outside, surrounded by a six foot privacy fence. 
Going in and out of  these doors did not require staff assistance. Entering or exiting the 
unit  through the other main entry doors required a code to release the alarm and lock. 
Whi le the system created a secure space, the alalll1s added increased noise to the 
environment. Additional noises were the r ing tones of the call light system ( located in 
each resident 's  room, shower room, and other restrooms) and chair alarms that were used 
for fal l  prevention with some residents. Like any visitor or resident on the unit, 
throughout the study, the researcher relied on the staff to let her in and out of the unit .  
• 
Most rooms on the unit were single occupancy, with a bathroom that inc luded a 
toilet and sink. The d imensions of the mostly rectangular rooms were similar, 
approximately twelve by fourteen feet .  One window and two closets, along the entryway, 
were found in all rooms. Each room also had its own heating/cool ing system that 
residents could adjust to their preferred temperature. Residents were expected to bring 
their own furnish ings and decorations for their private rooms, but adjustable hospital beds 
were avai lable i f  needed. Only one participant used a hospital bed. Al l  participants had 
belongings from home in their rooms that helped support the exploration of their interests 
and valued occupations. Al l  floors were carpeted, except the dining room. Laminate 
wood flooring was instal led over the course of one week in December 2005 in the dining 
room. The windows had mini-blinds, and residents could add their own window 
• eovenngs. 
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The shared spaces on the unit  were the dining room, the lounge (or l iving room), 
the patio, the beauty shop (open once a week), and a smal l sitting room at the end of the 
long west hal l .  The shower room was also located on the long west hal l ,  and this space 
had recently been renovated with improved l ighting, storage, and temperature control. 
The entire space was nearly thirty years old, and had been renovated for use as the 
assisted l iving unit . The furnishings and decorations for shared spaces were comfortable 
and homey. A large screen television was located in the l iving room, along with a 
stereo. S ix  upholstered recliner chairs and a loveseat were positioned in a loose circle 
around the l iving room and oriented towards the wall where the television was located. 
A large oak table with four side chairs and two allnchairs werc located on the east side of 
• 
the l iving room. 
A small k itchen containing a stove, two refrigerators, a coffee maker, toaster, 
microwave, and cupboards was located in the west end of the dining room. Meals were 
served at 7 : 00 a.m.,  1 1 :00 a.m., and 4 :00 p.m., with an evcning snack. However, supplies 
for snacks and l ight  meals were always available in the small kitchen . Breakfast, lunch, 
and dinner meals were cooked in the main dining room and brought by food cart to the 
unit. Meals were served restaurant style, with fabric placcmats and napkins, using 
stoneware dishes and stainless utensils. Throughout thc unit were various storage 
cupboards and c losets that contained activity supplies. The act ivity therapist prov ided the 
researcher with access to all of these materials throughout the study. 
The unit had adopted a person-centered approach to care in thc form of a 
neighborhood modcl, using Eden Alternative principles. The health care center and the 
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other assisted l iving area of the CCRC had also incorporated the Eden Alternative. The 
Eden Alternative was in troduced into the M S A L  unit approximately seven years prior to 
the study, and implementation evolved over time. I n  early stages of developing the 
program and services i n  the MSAL unit, the Eden Alternative approach was included 
because of successes experienced in both the health center and the general assisted l iving 
• UnIt .  
Extensive staff training and meetings to explore ways to implement the Ten 
Principles occurred in the first eighteen months of the MSAL uni t 's  open ing. At that 
t ime, the inclusion of animals was determined to be desirable by the staff, residents, and 
residents' fami l ies. The first animals on the unit  incl uded one dog, one cat, several birds, 
• 
• 
and an aquarium of freshwater fish. Additional ly, an indoor gardening center and secure 
outdoor garden and sitt ing area were environmcntal changes that creatcd opportunities to 
engage with plants and nature. Animals and plants wcre the major environmental 
changes until 200 I ,  when the local school di strict located onc Kindergarten class at the 
CCRe. Once this occurred, thcrc werc weckly visits from the on-site Kindergarten class 
for art and music classes with the residents of  the M SAL unit .  Some additional 
redecorating occurred to create an atmosphere that was more l ike home, and some 
discussion of creating two neighborhoods with in the unit was considered but not 
implemented. 
In  addition to these changes to the physical environment, the major cul ture change 
involved balancing scheduled act ivities with increased opportunities for spontaneous 
act ivities, to be init iated by resident helpers. The direct care staff position on the unit was 
• 
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that of resident helper. Resident helpers were not required to be certified nursing 
assistants, al though many of them had achieved this cert ification previously. The 
minimum job requirements for the posit ion of resident helper were a high school 
education and physical abi l i ty to manage transfers of the residents. A l l  resident helpers 
received required training for personal care of residents, safety, and other procedures 
related to the position. Additional training that addressed needs of persons with 
dementia was provided to resident helpers on the MSAL unit .  Responsibil i ties included 
assisting residents with personal care ( i ncluding bath ing, toileting, dressing, and 
grooming), serving meals and assisting with eating as necessary, doing unit and resident 
laundry, and c leaning residents' rooms as well as the unit .  
Activity therapy services were provided dai ly, and training by the activity 
therapist was provided for resident helpers to assist them with implementing spontaneous 
activities. An increased focus on encouraging staff to engagc morc with residents in 
spontaneous activities led to decreasing the number of animals in the environment. 
During the study, two cats and the aquarium were part of the environment, and many 
types of indoor and outdoor gardening opportunities remained available. 
Nursing services were provided 2 4  hours pcr day, and monitoring and 
management of  other health conditions was provided, along with medication 
administration. Staffing in the memory-support assisted l iving unit included one nurse 
(LPN) and two to three resident helpers, depending on the census, for each of the three 
daily shi fts. The program manager, a registercd nursc, had responsibil ity for managing 
both assisted l iving units, and her office was located in the memory-support assisted 
l iving unit, where she spent the majority of her time. An activity staff member was 
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shared with the other assisted l iving area and provided structured activities each morning 
from 8 : 30  unti l noon, five days a week. For several months during the data col lection 
period, activity services were provided using a different schedule, with the activity 
therapist being on the unit for three ful l  days, rather than five half days. Morning 
exercise group was sti l l  held daily (five times a week) .  As data collection c losed, the 
schedule for structured activities returned to five half-days per week. 
The researcher had supervised occupational therapy students involved in service 
learning activit ies at the CCRC, including the memory-support assisted living unit, and 
this relationship with the memory-support unit began in September 1 999. Since that 
• 
time, the researcher had regular contact with the residents and staff on the unit .  The staff 
and administration supported this research project, and access to the setting was assured 
early in the planning stages. 
Sample 
I n  qualitative research, sample size is typically determined through the use of data 
saturat ion, which refers to "the point at which no ncw information is obtained and 
redundancy is  achieved" ( Po l  it & Hungler, 1 995, p. 299). Due to the intensity and 
variety of individualized information sought (observat ions and interviews), participants 
were recruited until saturation was reached. I ndications of saturation inc luded the 
emergence of similar patterns of  observed behaviors that appearcd to renect vol ition in 
everyday activities, and evidence of  thematic consistency for the relationsh ip of 
motivation to engagemcnt in  daily activitics. Ongoing data analysis during data 
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collection guided decisions about saturation for individual part ic ipants, as well as for the 
entire sample. 
During the study ' s  planning stages, the target sample size was ten participants. 
This sample size was considered to be real ist ic  and adequate given the intensity, types, 
and depth of data that was to be collected for each participant in this phenomenological 
study (Creswell, 1 998) .  The decision about sample size was monitored as the study 
progressed. Saturation of volitional themes occurred with eight participants, and this 
decision was reached using both individual participant and total sample data. 
Sampling Strategy 
Phenomenological studies typically employ criterion sampling (Creswel l ,  1 998) ,  
i n  which defined criteria are used to select the study participants. This ensures that al l  
participants have experienced the phenomenon of  the study. Al l  residents in the memory­
support assisted l iving unit have dementia, the phenomenon of interest that impacts 
volit ion. In addition to using this inclusion criterion at the first level of sampling, 
maximum variation sampling was used to allow the researcher to observe a wide range of 
examples of motivation and engagement i n  daily activities. Maximum variation 
sampling is defined by Patton ( 1 990) as a strategy that capitalizes on the heterogeneity i n  
a smal l sample. Maximum variation sampl ing accommodated the diversity of symptom 
expression and functional abi l ities among persons with various types of moderate 
dementia, as wel l as in the wide variabi l ity in individual preferences in everyday 
activities and man i festations of abi l i ty .  I t  also promoted gathering information rich data 
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from each participant and was useful in  fac il itating the exploration of patterns and themes 
across parti cipants. 
Inclusion Criteria 
The inclusion criteria began with the admission criterion for the memory-support 
assisted l iv ing unit ,  which was confiltned or suspected diagnosis of dementia (any type) 
that necessitated the need for twenty-four hour supervision and care i n  a secure assisted 
l iving setting. Additional inclusion criteria inc luded: wi l l ingness to participate; residing 
in the sett ing at least 3 months (to ensure that the person was adjusted to the faci l i ty); and 
medically stable  (no acute i l lness or infections). Whi lc thc inclusion of dementi as with 
differing etiology may be considered a confounding issuc, thc usc of maximum variation 
sampling, along with the identification of dementia type, permitted examination of 
themes across dementia type. Additional ly, given the variabi l ity in diagnostic accuracy 
in dementia, i nc lusion of related dementias along with Alzheimer disease helped ensure 
an adequate number of participants. The presence of co-existing conditions, such as 
diabetes mel l itus or osteoarthri t is, was documented and examined in the analysis process. 
Participant Protections 
Participant protections wcre addressed using the Virginia Commonwcalth 
University (VCU)  I RB Protocol. According to the Office of Sponsored Programs 
Administration (OSPA) at VCU, the study involved minimal risk to participants as i t  was 
not an intervention study but rather involvcd interaction ( intcrviews and obscrvat ions) 
and handl ing of  private infOlll1ation. I n  accordance with OSPA guidel ines. the research 
proposal was submitted for fu l l  review May 3 1 , 2005 . Since Shawnee State University 
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(SSU) and the CCRC were i nvolved in this proj ect, VCU 's  I RE materials were submitted 
to SSU's  I RE Committee. Using the OSPA' s  template and resources, two consent fOIIns 
were developed: one for participants or their legally authorized representative ( LAR), 
and one for family and staff participants. An Assent Form was also developed for 
part icipants whose L A R  completed the part icipant 's  consent. I RE approved Consent 
and Assent Forms are found in Appendix B .  G i ven the inclusion criteria of moderate 
stage dementia, the consent form was completed by the most appropriate person, which 
was the LAR for al l  except one participant. Assent fomls were signed by al l  part icipants 
whose LAR completed the consent fOi 111 . 
I nstrumentation 
• 
Data Collection Plan 
Data collection occurred in two phases :  Phase One focused on determining 
base l ine infOi mation about the level and existing dynamics of volition for each 
part ic ipant, and occurred over approximately fourteen days. Data col lected in Phase One 
included baseline partic ipant observations ( five to seven hours with each participant, 
sampled over a fourteen-day period), one family and one staff interview, and completion 
of the Vol itional Quest ionnaire (VQ) and Mini-Mental Status Examination (MMSE). 
Phase One concluded with analysis of this data in which heuristics about the volition of 
the participant were developed. These consisted of detailed descriptions of the dynamics 
of  volit ion for each participant. The base line observations, VQ results, and staff 
interview data provided infomlation about current level of volition, and the family 
interv iew data provided information about the person's  l i fe narrative and voli tion prior to 
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onset of dementia. I n  order to better access and describe each participant' s  experience of 
volition,  the heuristics developed from Phase One were used as an integral part of Phase 
Two. Close observation by and interactions with the researcher occurred in Phase Two, 
for 5-7 hours total per participant, over a fourteen-day period. The interactions were 
guided by information gathered in Phase One, with the intent of identifying factors that 
elicited increased volition for each participant. 
Data col lection i ncorporated two major methods: participant observation and in­
depth interviews of relevant persons in the social world of each participant. The 
researcher was an instrument of data collection (Creswel l ,  1 998) .  While several 
qualitative studies of personhood with people in moderate stages of dementia have used 
interviewing (Sabat, 200 I ), the motivation for occupations, or volition, ean also be 
captured through observation. The observation of occupations is  consistent with the 
distinguishing characteristic of occupation, which is the subjective experience ( Pierce, 
200 I a). Observation of actions can capture the expressed meaning of occupation 
(Spitzer, 2003) and volit ional behav ior. While observations incl uded participant 
comments and interactions with the researcher and others in the environment, actions, 
rather than words, were emphasized in the observat ions. The decision to use observation 
also reflected the desire to minimize stress for parti cipants, and to maximize richncss of 
data. 
In-depth interviews with family and sta ff provided another lens to examine the 
phenomenon of  vol ition for the participants. The MMSE ( Folstein, Folstein, & McHugh, 
1 975 )  and the YQ (de las H eras, Geist, Kielhofner, & L i ,  2003 ) provided additional 
descriptive infOI lI1ation about the person. 
Mini-Mental Status Examination 
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The moderate stage of  dementia was further confi rmed through use of the MMSE 
(Folstein, Folstein, & McHugh, 1 975) .  The MMSE is  sensitive to detecting cognit ive 
impaillnents in the moderate and late stages of dementia, and is appropriate for this 
sample population, given that the average level of education is h igh school or above 
(Ramsdell ,  Rothrock, Ward, & Yolk, 1 995).  Ramsdell et a l .  note that scores below 20 
indicate moderate dement ia. While MMSE scores are not predictive of personhood or 
actual abil it ies (Sabat, 200 I ) , inclusion of each participant ' s  MMSE scores was one 
method used to provide information about the context of the person's  cogni t ion as 
measured by an external source. MMSE scores were used to describe one aspect of 
function, and provided a backdrop for contrasting infornlation demonstrating the person's 
abil i t ies. 
The MMSE was used as part of the admission process for the memory-support 
assisted living unit .  The researcher administered the M M SE each time a participant was 
initially recruited into the study . I f  available, prev ious MMSE scores were included with 
testing dates to assist with providing contextual information. 
Volitional Questionnaire 
The YQ (de las Heras, Geist, Kielhofner, & Li, 2003 ) was used to further examine 
vol ition. ( Sec Appendix C). The YQ uses a four po int rating system (passive, hesitant, 
involved, and spontaneous) to rate fourteen items that renect behaviors indicative of 
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personal causat ion, values, and interests (de las Heras, Geist, Kielhofner, & Li) .  
Observation of the person occurs in 1 5-30 minute intervals in a variety of situations i n  
natural settings, and although three to five observation sessions are recommended i t  can , 
also be administered i n  one session, capturing a longer period of time. An environmental 
assessment fOlln i s  also used to detail specifics about the context of each observation. 
The tool provides information about the person ' s  level of volition in the form of ratings 
on the fourteen items, and in descriptive data. Inter-rater re liabil ity i s  adequate (de las 
Heras, 1 993), and construct validity has been demonstrated (Chern, Kielhofner, de las 
Heras, & Magalhaes, 1 996). Empirical research further addressing the dependabil ity of 
the tool is ongoing ( Kielhofner, et aI . , 2002 ). 
• 
The yo was admini stered once to each participant during Phase One. Given the 
c lose observation completed to examine vol ition, the researcher decided that one 
observation session for the yo was adequate. To aid in the bracketing process, the yo 
• 
was completed by an I RE-approved occupational therapist experienced with use of the 
tool and not involved in the faci l ity. Separating each participant ' s  yo findings, as well 
as its administration, from the data gathered through fieldwork and interviewing provided 
triangulation of data, and hclped avoid the possibi l ity that yo data m ight have structured 
or driven the observations and interviews. I n formation from each yo was analyzed in 
conjunction with the observation and in terview data to disccrn patterns related to vol ition 
for each participant. 
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Participant Observation 
Parti cipant observation occurred i n  the form of extended observations of 
partic ipants engaging i n  their usual everyday occupations, inc luding both self- initiated 
activities (such as walking, reading, watching TV, and interacting with animals) and 
other-initiated act ivities (such as structured anc\Jor spontaneous groups or dyads 
faci l i tated by staff or others in the environment, as seen in games, exercise or cooking 
groups, children visi t ing, or entertainment programs). Phase One observations were 
conducted during the day and even ing on the unit with the goal of establ ish ing basel ine 
infollnation about the level and existing dynamics of volit ion for each part icipant. To 
respect privacy, observations occurrcd in common areas and in  the participant 's  private 
room only when i nv ited by the person. No observat ions occurred during self-care 
routines, such as dressing, bathing, and toi lcting. These general guidelines al lowed the 
researcher to fu lly capture the participants' range of interests as well as changes in 
energy, mood, and activity preferences. Differences in the social environment created by 
staff or other env ironmental changes were also ful ly rcpresented. Through consultation 
with staff, observations, particu larly during Phase One, included t imes of the day that 
were considered "good", "bad", and neutral for the part icipant. The proport ion of 
observations completed during day and even ing shifts varied by participant, depending on 
thei r needs and preferences. 
The partic ipant observat ions in Phase One focused on capturing both verbal 
comments expressing interest ("yes, I 'd l ike that") and satisfaction with the activ ity, and 
non-verbal behaviors, such as facial expressions (smil ing, widening eyes, frowning, etc ), 
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physical movements and position changes, and changes in levels of alertness and abi l i ties 
related to functional performance during the activity. Verbal and non-verbal behaviors 
were observable in all activities, including eating, walking, visiting, and leisure activities. 
Functional abilit ies and responses, such as the abi l ity to respond to one-step directions or 
hand-over-hand assistance from others in the environment were also noted while the 
person participated in an activity. These guidelines for observations were based on both 
the researcher's clinical experience and the work of Hel len ( 1 998, 2000) and Sifton 
(2000a, 2000b). 
The abi lity of a person with intact cognition to truly understand the experience of 
a person with dementia is  arguably difficult, i f  not impossible. However, embracing the 
person ' s  experience as much as possible through positive interactions is  congruent with 
Kitwood's ( 1 997) assumptions about personhood. I n  order to better access and describe 
each participant 's experience of volition, c lose and active observations occurred, 
part icularly in Phase Two. Phase One included developing and rapport and trust with the 
partic ipant, completing baseline participant observations, fami ly and staff interviews, and 
administration of the VQ and MMSE.  
Before progressing to Phase Two, al l  data col lected in Phase One was analyzed 
using constant comparative analysis ( Miles & Hubelll1an, 1 994) in order to devclop 
heuristics about volit ion for each participant. The goal of close, active interactions with 
each participant in Phase Two was to provide an experiential test of the heuristics of their 
voli tion . I nteractions focused on identifying factors that impacted and elicited vol ition, 
based on the analysis of the Phase One data about each participant 's volition. 
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Descriptions of all close, active participant observations were recorded after each session. 
Through use of skil led observation, care was taken to ensure that participants did not 
experience distress during Phase Two interactions. Signs of di stress included behaviors 
such as agitation, increased confusion, withdrawal from interaction, and/or verbal izations 
of  distress or displeasure. The interaction was always ended i f  any of these behaviors 
occurred, and the researcher provided support and reassurance, report ing the interaction 
to an appropriate staff member. Remotivation strategies for persons with decreased 
vol i t ion, as outlined by de las Heras, L lerena, and Kielhofner (2003), were also used to 
guide Phase One and Two interactions. 
The researcher completed al l  observations and wrote field notes describing each 
session for all part icipants. Each participant was observed at least ten times, but no more 
than twenty times, with a range of times from five to 1 80 minutes per session. The total 
number of part icipant sessions ranged from 1 2  to 1 8 . The length of most sessions 
averaged 30 to 60 minutes, with variations related to the participant 's  preferences within 
each session, and across the enrollment period. The Audit  Trail ( Appendix D) out l ines 
session totals and l ength of sessions for each participant. 
Field notes were transcribed from handwritten notes into session transcripts using 
Microsoft Word. A minimum target of 1 0  hours of direct observation, over Phase One 
and Two, was planned for each participant, with five to seven hours of observation 
targeted for each Phase. This pel mitted a wel l-rounded sample of types of activities at 
various times of the day, and allowed the opportunity to gather and test information 
across a range of  situations ( i .e . ,  alone, with others, and with the researcher). Changes in 
the part icipant observation processes were made as necessary; these decisions were 
guided by the data analysis process and were recorded i n  field notes and the reflexive 
journal. Appendix E contains the guide used for participant observations. 
In-depth Interviewing 
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The second major data col lection component consisted of in-depth interviews 
conducted with fami ly and staff members. Consent ing and available family members 
participated in  a one to two hour interview where they were asked to further describe 
their fami ly member's l ife, and h i s  or her current and past activi ty preferences. These 
interviews were used to help construct each participant 's  l i fe narrative. Areas explored 
during the interviews inc luded the person's l i fe roles (worker, homemaker, rel igious 
participant, etc), current  and past activity preferences (hobbies and past imes) and 
descriptions of expression of motivation towards activities, both discretionary (leisure 
and hobbies) and obligatory activities (housework and paid employment). 
Staff i nterviews were completed to gain understanding of participants' current 
volit ion . The researcher worked closely with the program manager to identify a staff 
member who had regularly worked with each participant for at least three months and 
who was wi l l ing to be interviewed for approximately one hour. These assisted l iving 
faei I i ty sta ff were asked to describe the types of assistance provided to the participant, 
and their observations of the part icipant 's  responses to everyday activit ies. The guiding 
questions for the family/staff interviews are found in Appendix F. 
A pi lot interview of a family member was completed in November 2003. The 
family member was a colleague of the researcher and also an occupational therap ist .  Her 
• 
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mother had AD and resided i n  an assisted l iv ing faci l ity before her death in September 
2002. Guiding questions for the family interview were used in the pilot interview. 
Since the pi lot interview was completed with an occupational therapist, l i ttle explanation 
of questions was required, and the interview unfolded primari ly with a focus on the 
emotional responses to changes in functioning and interests of her mother. Based on the 
researcher ' s  experience in  the interview, along w ith the feedback received in pi lot 
i nterview debriefing, no  wording changes to the interview questions were made. 
However, the triggering of  emotions such as sadness and grief in response to questions 
about past and present i nterests of her mother reinforced the need for flexibil i ty with the 
interviewing process. Given this experience, questions were used simply as possible 
probes, and were modified for each interview as needed. 
Participants were enrol led sequentially, and for each participant, interviews of the 
fam i ly and staff interviews were conducted during the time frame of  Phase One baseline 
observations. Family and staff interviews were audiotaped digitally and then transcribed 
by a transcriptionist. The decision to use a transcriptionist for interview data occurred 
with the first part icipant, when it became c lear that the volume of transcribing both 
interviews and observations would be too high to maintain progress with al l  aspects of 
data col lection. The researcher worked to ident ify both family and staff members who 
knew each part icipant wel l ,  but close family members for some partic ipants were not 
available. However, in these cases, the researcher was able to interview other extended 
family members or friends who were able to share rclevant and important information 
about the participant ' s  history. In  order to account for variations in relationships 
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between staff, family, and the participant, questions were asked about the interviewee' s  
fami l iarity, and length of  relationship with the participant. 
• 
CHAPTER FOUR :  I M PLEMENTATION OF THE DESIGN 
Entering the Field 
As a result of the researcher's work with students in the CCRC, a trusting 
relationship was establ ished with the program manager, who supported the study from its 
incept ion.  The retirement community ' s CEO also supported the project, and 
communication with each of these ind ividuals occurred during proposal developmcnt, 
and continued throughout the I RE approval process. While awaiting I RE approval, an 
infO! mational meeting about the study was conducted on Ju ly 7, 2005 for staff on both 
day and afternoon shifts. (See Appendix G for the meeting handout). Communication 
was also maintained with the program manager during this time period. IR.8  approval 
from VCU was received September I ,  2005, and participant rccruitment bcgan when 
approval documents were recei ved on September 1 4th 
Participant Recruitment 
Wi th assistance from the program manager, the process of recruiting the first 
part icipant began . On September 1 4, 2005, the researcher worked with the program 
manager and made an initial l ist of potential participants who met the inclusion criteria. 
The program manager was provided with the I RE approvcd speaking points (Appendix 
H), and the process for enro l l ing participants was discussed. The recru itment plan stated 
that partic ipant capacity to read and understand thc Consent FOnll would be detellnined 
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based upon chart review and discussion with staff and family. The program manager 
expressed her desire to have the researcher explain the study to al l  participants' fami ly 
members before accessing participants' medical charts, regardless of who (partic ipant or 
legal ly authorized representative; LAR) was completing the consent fO! Il1. To further 
protect confidential i ty, the program manager made ini tial contact with the family member 
of each potential part ic ipant, and using a phone script developed by the researcher 
(Appendix H), explained a study was being done on the unit, and that she fel t  their fami ly 
member was appropriate for participation. I f  the family member was interested, the 
program manager asked him or her for permi ssion to prov ide the researcher with their 
contact infO! Il1ation. Once permission was received, the program manager provided the 
family members' contact information to the researcher, who then used the I RE approved 
speaking points to talk with the family member to conduct the informed consent process. 
Potential part icipants were identi fied according to the minimum inclusion criteria; 
1 6  of  the 2 1  residents in mid-September 2005 met these criteria. The first participant ' s  
daughter was interested in having her mother participate, and was the LAR for the 
part icipant. However, she requested that the researcher begin with her mother, who had 
recently had a minor fal l ,  later in the study. Therefore, another resident was approached, 
and her sister gave permission for the researcher to talk with her. The sister fe lt that the 
participant could provide her own consent to participate. This person was the only 
participant who was able to complete her own consent. All other participants' consents 
were obtained from their family or the person's  appropriate proxy. Participants were 
enrol led sequential ly in the study. Table I outl incs the dates of enrol lment and length of 
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time spent with each participant, using pseudonyms, including total observation times for 
Phase One and Phase Two. 
Table I .  Time Spent with Participants 
Participant Age 
Grace 89 
Mi ldred 83 
Al ice 80 
Frank 85 
Nell 90 
Winnie 1 02 
Felicity 94 
Theresa 87  
Dates 
enrolled 
1 0/5/2005 
to 
1 1 130/2005 
1 0/27/2005 
to 
I I I  1 12006 
1 21 1 412005 
to 
1 1 1 9/2006 
1 124/2006 
to 
2/2812006 
21 1 7/2006 
to 
31 1 7/2006 
3/28/2006 
to 
4/26/2006 
6/2/2006 
to 
7/2 1 /2006 
71 1 8/2006 
to 
8125/2006 
Phase One Phase Two 
6 hours, 25 5 hours, 1 0  
• • mInutes mInutes 
7 hours, 30 8 hours 
• mInutes 
1 3  hours, 5 hours, 1 5  
1 5  minutes • mInutes 
7 hours, 20 5 hours, 1 5  
• • mInutes mInutes 
5 hours, 45 8 hours, 1 0  
• • mInutes mInutes 
5 hours, 50 6 hours, 3 5  
• • mlllutes mll1utes 
6 hours, 1 5  5 hours, 55 
• • mInutes mInutes 
5 hours, 35 6 hours, 1 5  
• • mlllutes mInutes 
Number 
of 
Sessions 
1 6  
1 7  
1 2  
. 1 4  
1 3  
1 4  
1 7  
1 8  
Total 
Time 
I I hours, 
35  
• mInutes 
1 5  hours, 
30 
• mInutes 
1 8  hours, 
30 
• mInutes 
1 2  hours, 
35  
• mInutes 
1 3  hours, 
55  
• mlllutes 
1 2  hours, 
25 
• mlllutes 
1 2  hours, 
1 0  
• mlllutes 
I I hours, 
50 
• mInutes 
Focusing on maximum variation sampling, the researcher discussed potential 
participants with the program manager. Although the program manager frequently 
expressed a desire to ensure that all participants were act ive on the unit, the need to 
represent a wide range of expressions of volition, inc luding those who did not engage in 
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unit activit ies, was emphasized in these discussions. Three participants spent the 
maj ority of time in their rooms, whereas three others spent most of their time out on the 
unit. The other two participants fluctuated, spending some time out and some time in 
their rooms, usually napping. One male was inc luded, which reflected the proportion of 
men on the unit during the t ime of  the study. Two participants were regularly involved in 
all structured activit ies offered on the unit, and four other participants partic ipated 
intellnittently in act ivities. The two remaining participants were rarely involved in 
activit ies, spending most time i n  their rooms, except for meals. 
Selection choices of participants were also made in response to staffs  general 
impressions of residents, making sure those who were viewed as challenging as well as 
those viewed posi tively, were recruited. Residents perceived as challenging included 
those exhibiting negative behav iors, such as pacing, hoarding, and yelling. Residents 
viewcd posit ively evoked staff perceptions about the ease of working, and/or getting 
along with them. The researcher gathered these perceptions from staff through general 
discussions, their specific comments about residents, and input from the program 
manager. 
Exploring the Phenomenon: Generating Data 
Phase One: Understanding the Participant 
In  response to committee feedback in  the planning stage, the participant 
observation process was enhanced to include two Phases, as outlined earl ier in the 
discussion of methodology. Phase One involved gathering infomlation that provided 
insights about the person and their volition. Once the signed participant consent was 
received from the LAR, data col lection began with a chart review, noting parti cipan t ' s  
length of time residing on the unit, as well as other sections ( i f  any) of the retirement 
community. Social h i story, such as prior places of residence, work h i story, rel igious 
preferences, and hobbies and interests were noted, if  avai lable. The researcher also 
reviewed current assessments of function from the nurse ' s  progress notes, and the 
participant' s  care plan, as wel l  as information about other health conditions and 
medications. 
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Since the first part ic ipant also completed her own consent, the researcher 
explained the study during the consent process and arranged for the first session after the 
consent form was completed. Other part ic ipants were approached after receiving the 
signed consent from their LAR, and after introductions, the researcher explained the 
study. Part icipants verbal ly agreed to assist the researcher, and a t ime was arranged for 
the first visit, usual ly that same day. At that meeting, the Assent fonn was used to 
explain the study and how t ime would be spent t ime with the researcher, to which each 
participant verbal ly agreed. Participants' signatures were then requested on the Assent 
form. For al l  but one participant, obtaining the signature on the Assent fO[1I1 occurred in 
the first or second session.  One participant, Fel icity, was preoccupied with the wording 
on the Assent form, and did not want to sign it in itial ly, despite verba lly agreeing to 
spend time with the researcher during each interaction. The researcher continued to make 
short visits that bu i l t  trust, and Felicity signed her Assent form during the fourth 
observation session. 
Six  part ic ipants also completed the Mini-Mental Status Examination (MMSE)  
during the same session the Assent fOllllS were signed. The MMSE was completed in 
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the next session for the other two participants, at their request. Al l  participants wil lingly 
participated i n  the M MSE, and appeared to make their best effort. For one participant, 
Mi ldred, the test triggered irritation, as noted by her increased swearing, but she 
completed a l l  sections. Fel ic i ty was particularly motivated to complete the test, and was 
very attentive and deliberate in al l  of her responses. Al l  participants' scores fe l l  below 20, 
which i s  generally consistent with moderate cognitive impairment. Part ic ipants' MMSE 
scores are displayed in  Table 2 .  
Table 2 .  Participant MMSE Scores 
Partic�ant M M S E  Score Partic�ant M M S E  Score 
Grace 1 8  Theresa I I 
Felicity 1 7  Alice 1 0  
Winnie 1 2  Mildred 1 0  
Frank I I Nell 1 0  
• . KEY: Maximum Score=30 Cutof  for Moderate DClllcntla=20 
Al l  participants had completed some level of post-secondary educat ion; half had 
earned bachelor ' s  degrees. Of the remaining four, two had associate ' s  degrees, one had 
one year of  college as well as trade school, and one had completed a hospital-based LPN 
training program. Participants ' level of education indicates that their pcrfornlance on the 
MMSE was not affected by educational level, which has been noted as a test bias that can 
explain lower scores (Folstein, Folstein, & Fanj iang, 200 I ) . I t  was interesting to note 
that the six participants who clustered around seores of 1 0- 1 2  had quite di fferent 
communication skil ls ,  with some retaining verbal communication abil i ties, and others 
exhibiting significant impaillllents in their abi l i ty to express themselves verbally. 
Phase One: Participant Observation 
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Participant observation began after chart review was completed, and was 
simultaneous with the Assent process. Once the researcher began working with each 
part icipant, she init ial ly spent some time talking with staff members, usually the nurse, 
about the participant' s  typical dai ly routine. General questions were asked about what 
times of day were considered their "better" t imes, as well as those that were not their best 
times. For some participants, times of day that were better and worse were easily 
identified by staff. For example, Theresa always slept late, and was better in the late 
afternoon, fol lowing dinner. For other part icipants, this infollnation was not readily 
identified, and it  was often stated that better and worse times of day were dependent on 
other factors, such as s leep, medications, and environmental issues. After ga ining some 
information about a participant ' s  dai ly routine, the researcher used it to schedule Phase 
One visits, striving to engage in close observation with each person during a range of 
times. The intent was to capture a picture of their dai ly routines and preferences. 
Visits were arranged in a variety of ways, depending on the participant 's  daily 
routine, their preferences, and their schedule .  The researcher always worked with the 
participants' preferences first in terms of detennining when she would come, and usual ly 
fol lowed up with staff to verify that the day and time set up did not con nict with any 
appointments or other activit ies, such as showering. Sometimes a participant was 
sleepi ng or had changed their mind when the researcher arrived for a vi sit, and the time 
was rescheduled. For participants whose daily routines were erratic and/or who napped 
frequently without a schedule, cal l s  were made to the unit before arriving to find out if  
the targeted session time was going to work. 
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Data collection with part icipants occurred sequential ly, i .e . ,  the researcher worked 
with one part icipant at a time, beginning a relationship, engaging with them over t ime, 
and then ending vi s i ts related to the study. With four partic ipants, there was an overlap in 
the time frame of the next participant. Reasons for the overlap ineluded scheduling 
i ssues in completing Phase Two sessions with three part icipants, and one partic ipant ' s  
request to temporari ly delay sessions. The average time period spent with each 
participant was approximately four weeks. The audit trai l  (Appendix D) outlines spec ific 
dates for all observation sessions, interviews, and the total time spent with each 
participant. However, since the unit was smal l ,  and the researcher was regularly on the 
unit for nearly one year, occasional informal interactions continued to occur after 
completion of partic ipants' sessions. Reflections on these informal interact ions were 
included in the reflexive journal,  but systematic observation notes were not completed on 
these interactions. 
The guidel ines for observation (Appendix E) were used throughout the study, and 
proved to be an effect ive framework for al l  participants. To promote trust, notes were 
not taken during the observation sessions. I n  the initial sessions with Grace, the first 
part icipant, the researcher remained on the unit immediately following observation 
sessions and completed handwritten field notes. Within two sessions, however, it was 
apparent that this method was affecting trust in the relat ionship with Grace. I t  appearcd 
to cause increased suspicion, despite explaining to her clcarly and rcgularly that the 
researcher would be taking notes. When this situation arose, it was detelllli ncd that 
wri ting field notes on the unit was not in  the best interest of participants, and all notes 
were then written off the unit .  
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The process of writing field notes also evolved over the study, with the main 
changes being increasing detai l ,  and shifting to more writing on the computer, rather than 
transcribing handwritten notes. I nit ially, the notes for the entire observation session were 
handwritten i n  detai l  and then transcribed into a Word document .  As the process of 
capturing observation details became more rich and dense, this method proved to be 
inefficient. The process was modified so that immcdiately following each session, the 
researcher handwrote al l  critical detai Is and outlined the session's sequence and key 
events. Using this outl ine, writ ing of the entire observation note was completed in a 
Word document immediately fol lowing the session. As advocated by van Manen ( 1 990), 
whi le reading the typed notes during the initial analysis, portions of the notcs wcre 
rewritten as necessary to better capture the essencc of the phenomenon. This writing and 
re-writ ing process became the foundation for the analysis of Phasc Onc observations and 
was used to develop the heuristics of volition for cach participant. 
During Phase One observat ions, the researcher in it ial ly spent t ime with each 
participant i n  their usual daily activit ies. These included eating meals, participating in 
morning exercise and other groups led by the activity therapist, visit ing, walking, looking 
at the newspaper, and engaging in other daily rituals, such as putting on make-up and 
having a cup of coffee. As the researcher got to know participants better, she began 
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in i t iating a wide range of  activit ies that they enjoyed and/or in which they demonstrated a 
preference. These clustered i nto four general categories: group acti vit ies led by others 
(act iv i ty therapist and/or the researcher); structured one-to-one activit ies (with 
researcher); dai ly pleasures, typically with researcher, but often in  the presence of 
addit ional others; and v i si ting. A l l  four categories included both planned and 
spontaneous activities. B oth participants and researcher generated topics for discussion 
during visit ing. Phase One and Phase Two act ivities are l i sted in Table 3 .  
Tab le 3 .  Participant Activit ies ( Phase One and Two) 
G roups with 3+ 
�artic!.e..ants 
Morning 
devotions and 
exercise �ou:> 
S inging gospel 
son s wi th ...e..astor 
Cookin 
Seasonal crafts to 
. 
decorate un i t 
Seasonal...e..arties 
Movement games: 
bal loon, bean bags 
Office work: 
• • orgamzlllg 
envelopes 
Chi ldren ' s art 
c lass 
Structured ] : 1  Daily Pleasures 
Activities 
Manicures and Drinking coffee, hot 
putting on make-up chocolate 
Folding laundry, Reading newspapcr 
s im...e..le housework or mail 
Colorin , crafts Takin a walk 
J igsaw and other Looking at photos: 
+r-uzzlcs thcirs and minc 
Gardenin Watchin TV 
Games: cards, Eating meals in 
checkers dining room, snacks 
Sensory stimulation Watching people, 
ki ts ( topics: sewing, an i ma ls i n the 
fi shing, holidays) • envIronment 
Books on Tape Listcning to musie 
Visiting: Topics of 
Discussion 
Memories of 
family and home 
Memories of work 
and productivi 
M cmories of travcl 
Mcmorics of 
hobbics, intcrests 
Weather and time 
Memories of 
evcnts and local 
+r-Iaces 
Asking for 
opinions about 
topics generatcd by 
mc 
Religious practices 
The amount of t ime spent during each scssion varicd dcpcnding on the activit ies 
that were being observed, and the participant ' s  interest and wi l l ingness. Observation 
sessions ranged from five m inutes to three hours, with most sess ions being 30 to 60 
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minutes. Shorter sessions were usual ly related to partic ipant fatigue or lack of 
wi l l ingness to spend time with the researcher in that session. At the beginning of each 
session, the researcher always asked pellnission to spend time with the participant, and 
there were a few instances in which a participant decl ined to spend time with her for that 
particular session. However, only one participant, Grace, asked that the researcher to 
completely stop visit ing early i n  Phase Two sessions. V i siting with Grace stopped for 
approximately one week, but during a fol low-up visit when she was asked about her 
preferences for a thank-you gift, she requested that the researcher come visit her 
"anytime." A fter this short break, Grace's  sessions were completed. 
Whi le the observation sessions in  Phase One focused on developing basel ine 
infollnation about each participant ' s  vol it ion, these sessions were also a time of 
relationship bui lding and gaining trust. A l l  participants were responsive to interactions 
with the researcher, but Grace, Felic ity, and Theresa were the slowest in developing trust. 
The majority of Phase One observation sessions consisted of  direct interactions with 
participants. Using the participant 's  cues, the researcher would either engage with them 
in the activity they were doing, or offer another activity, based on knowledge that was 
developing about their interests and preferences. With several participants, visits often 
consi sted of sitting with each other, and at times, just being quiet together. 
Al l  of these types of interactions were labcled as direct observations. [ ndirect 
observation, in which the researcher was on the unit and watched a parti cipant from a 
distance occurred infrequently, and not at al l with some . Decisions about direct versus 
indirect observat ions were based on what the person was doing, when the last in teraction 
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had occurred, and whether or not an indirect observation would be beneficial to 
understanding the phenomenon of voli tion for the participant. All indirect observations 
occurred after having already spent some direct observation time with a participant. 
Indirect observations were done with a very smal l  percentage of the total observations 
sessions (five out of 1 35 sessions), and were used with Grace three times, and with Nell 
and W i nnie  once each. 
Phase One: Interviews 
As the researcher began engaging in direct observation with each participant, she 
simultaneously worked with the program manager to ident ify a staff member to 
interview. Each staff member identi fied as an interview candidate was then approached 
by the researcher, who d iscussed the study using the speaking points ( Appendix H), and 
provided them with the consent fOIlI1. Al l  approached staff members verbally consented 
to an interview and took the fornls to review. After consent forms were returned, the 
interview was scheduled. The program manager permitted staff to be interviewed during 
their regular shift, and the researcher worked with each staff member to detennine a time 
that was best in tellns of their workload and the acti vity on the unit. I n  a few instances, 
the interview had to be rescheduled as circumstances changed and the staff member was 
needed on the unit at that time. Al l  staff interviews were conducted on the unit, in a 
secluded sitting room at the end of one hall, with the door shut for privacy. The 
interviews were digital ly audi otaped, and the researcher ensured that the environment 
was comfortable in terms of  l ighting, temperature, and seating. Staff members included 
• 
• 
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three LPN nurses, four resident helpers, and one activity therapist .  Four worked during 
the day shift, three during evening shi ft, and one worked both shi fts .  
All family members or legally authorized representatives contacted about the 
study consented to be interviewed. The relationships of the family interviewees included 
sibl ing, chi ld ( includ ing one daughter-in-law), spouse, niece and nephew, and a friend 
who was also power of attorney. The researcher arranged for the interview to be 
conducted in a location most convenient and preferred by each family member. Three 
fami ly interviews were conducted i n  their own homes, and the rest were conducted at the 
retirement community. Two were conducted in the same room as the staff interviews, 
and one was conducted in a conference room off the unit . The other two family 
interviews at the retirement center occurred in the resident 's  apartment. 
The timing of  interviews during Phasc One was dependent on the avai labi l ity and 
schedule of the fami ly and staff member. In terviews were conducted either early or later 
i n  Phase One. Compensation consisting of  a tiftcen-dollar restaurant gi ft card was 
presented to each fami ly interviewee at the c lose of the interv iew. Nel l ' s  power-of­
attorney resided at the CCRC and declined the gift card. I n stead she was given an 
assistive device (button aid) she mentioned needing. The program manager and CEO 
requested that the compensation for each employee participant be a fifteen-do l lar 
contribution to a gratuity fund, which paid for employees to eat in the dining room. The 
researcher provided this compensation in a lump sum for all eight employees at the c lose 
of data collection, on September 8, 2006. 
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Once interviews had been conducted, each audiotape was l i stened to again, with 
the researcher taking notes about the interview in the reflexive journal. The digital file 
was then sent to the transcriptionist, whose return time for sending me the completed 
transcript electronically was approximately one week. Each transcript was read and 
reviewed as they were returned, using the information as part of the developing heuristics 
of volit ion for each participant. 
Phase One: Volitional Questionnaire 
The Volit ional Questionnaire ( VQ) was administered by an occupational therapist 
experienced with using i t  with th is  population. As Phase One began with each 
participant, the researcher contacted the therapist to brie fly di scus� the participant, 
brainstOI 111 possible activities she could observe and/or engage in with the participant for 
the VQ, and assist her with schedul ing a time to complete the VQ. Times of day that 
were conducive for observation with each partic ipant were also discussed. The 
researcher then coordinated communication with the part ic ipant and the unit staff about 
when the therapist was coming. The therapist completed the VQ for each partic ipant 
towards the end of Phase One, engaging in one observation session of 30 to 45 minutes in 
length per partic ipant. Activities to observe for each participant's VQ session were 
selected by the therapist, using both cues from the participant on that day and the activity 
ideas brainstomled with the researcher. The completed VQ included scores on the 
fourteen items and the environment form . Since all VQ's were completed on the 
weekend, the therapist left the completed foml on the unit in a secure location for the 
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researcher to pick up on her next visit. The completed VQ's were reviewed, and the 
findings were incorporated i nto the heuristics of volition developed for each participant. 
Developing Heuristics of Volition and Init ial Themes 
Phase Two: Heuristics of Volition 
To develop the heuristics of volition, the researcher focused on understanding the 
phenomenon of past and current volition for each participant. This consisted of re­
reading and reviewing Phase One baseline observation notes, VQ results, and staff 
interview data to help understand each participant's current level of volit ion. The family 
interview data was used to provide infOimation about the person ' s  l i fe narrative and 
volit ion prior to the onset of dementia. Using this information, along with notes and 
reflections from the reflexive journal, heuri stics of volition were developed, and 
consisted of detai led descriptions of the dynamics of vol ition for each participant. These 
dynamics were organized using a data analysis worksheet developed by the researcher 
that incorporated the four research questions as an outl ine. These heuristics of volit ion 
were then used to guide selection of Phase Two activities that supported and further 
chal lenged each participant ' s level of volition. 
Table 3 ( Participant Activit ies Phase One and Two) outl ines al l  activit ies used 
across both Phases of the study. Activities selected for Phase Two were planned as well 
as spontaneous. The researcher typ ically had several options planned and prepared for 
each session, and then responded to the participant 's  demonstrat ions and expressions of 
preferences. When introducing a new activity, it was discussed with the participant, 
priming him or her for engagement in the activity. These discussions usually occurred 
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before the actual sessions, as well as during the session the activi ty was attempted. For 
example, Felic i ty had been an avid reader, particularly of Perry Mason mysteries, and she 
frequently spoke of this interest. Although her ability to engage in focused reading had 
greatly decreased, she sti l l  identified herse lf  as a reader. The researcher suggested trying 
Books on Tape during our Phase One sessions, and she was receptive. The necessary 
paperwork was completed and the Talking Books tape player was obtained from the 
l ibrary, with a request for mystery t i t les. During visits with Fel ici ty, there were frequent 
discussions about this new way to enjoy mysteries in interval of time awaiting the arrival 
of the player. When the tape player arrived, the researcher demonstrated how it worked, 
and Feli city l istened to short stories (seven to ten minutes in length) to explore the 
Talking Books. Explaining it ahead of t ime appeared to support Felicity ' s  wil l ingness to 
try a new fOlln of  one of her favorite occupations. 
Some act ivit ies observed during Phase One were re- introduced in Phase Two with 
an emphasis on supporting increased volit ion by providing opportunities to engage in 
current and past interests. Visiting, taking a walk, having a manicure, and sharing a cup 
of coffee and a snack were examples of such activities. They were repeated in Phase Two 
with deliberate differences in presentation and/or form to elicit increased interest, 
improved sense of confidence, and/or enhanced pleasure from the activity. Al ternately, 
some activities that werc introduced to a partici pant in Phase Two were specifically 
modified to match the participant 's  current preferences and abil ities. The two primary 
enhancements to Phase Two activities were modifications to the form, and 
implementation of in terpersonal strategies that supported volit ional expression. 
• 
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As the researcher detelmined that no new information was being gained, she 
prepared each participant for ending their time together, lett ing them know that she would 
sti l l  be coming to the unit to visi t  with other residents. Using the infO! mation learned 
about current and past interests and input from the activity therapist and other staff, each 
participant was asked about their preferences for the fifteen-dol lar compensation for 
personal i tems that the researcher was getting for each of them in apprec iation for their 
participation in the study. Each participant was typically offered a l ist of suggestions, 
along with an open-ended question about what they would l ike, then asked for their 
preference. Al l  participants were able to indicate a general preference from the proposed 
choices. The researcher then tal ked with the activity therapist about what was decided 
with the participant, and then provided her with the funds. The activity therapist shopped 
for the i tem(s) and gave them to the researcher so she could present them to each 
participant. Table 4 is a listing of appreciation gifts. 
Table 4 .  Gifts for Participants 
Partic!p"'ant ComJ!...ensation 
Grace Scratchil��ost for her kitten 
M ildred Lavender lotion and neck pi l low 
Alice Facial lotion, bo<b:'.lotion, li£.stick, and faee...£owder 
Frank Belt and handkerchiefs 
Nell Toothpaste, toothbrush/floss, bath items ( e l ,  lotion, spra 
Winnie Camisoles, socks, and bo<b:'.lot ion 
Felieit Lipst icks, blush, face powder 
Theresa Fleece throw, tissues 
Al l  Phase Two observation sessions were transcribed into Word documents using 
the same process described for Phase One observation notes. The amount of  time spent 
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in each Phase Two observation session was comparable to the range seen in  Phase One 
sessions. Time spent i n  parti cipant observation was consistent with the estab l ished 
parameters of the study, which was a minimum of ten hours and a maximum of twenty 
hours. Factors that influenced decisions about the length of time to spend in  each 
session were participant receptivity, preferences, and energy level. The overall amount 
of time spent with each participant was deter mined based on the amount and quality of 
evidence that captured a range of their volit ional expression. 
Initial Themes 
To begin ident i fying initial themes, the researcher reflected on the transcribed 
observation and interview sessions whi le developing heuristics of  vol ition for each 
participant. From the first three cases, some commonality began to emerge across 
participants related to ways preferences were demonstrated and stated, as well as the 
impact of the social environment on expressions of volition. As the next three 
participants' cases accumulated, further examples highlighting differences in expressions 
of  volit ions and pervasiveness of the social environment were identi fied. Based on these 
observations, a running li st of emerging patterns and possible themes was generated, and 
this l ist was used to continue developing questions about volition. This l ist was also used 
to plan and guide decisions about ways to el icit  further understanding about the 
phenomenon of volition in ongoing partieipant observations and interviews. 
This process of uncovering initial themes was iterative and col laborative. The 
researcher relied on journal reflections to identi fy similarities as wel l  as differences in 
participants' volition, and these reflections were examined in conjunction with 
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transcriptions of participant observation sessions and interviews. Col laboration occurred 
through peer debriefing in  regular conversations with the program manager and b iweekly 
discussions with the researcher's committee chair during data col lection. These 
conversations assi sted greatly in  articulating the phenomenon of volition. Given the 
differences i n  background and focus of each peer with whom the researcher shared 
reflections, there was a challenge to articulate the themes that were unfolding in two 
different ways: conceptually with the chair, and pragmatically with the program 
manager. These d ifferences proved useful in further development of the initial themes, 
particularly as the researcher spent time with more in-depth data analysis during May 
2006, when she was waiting to begin working with Felicity. 
Another analysis activity that helped to name and frame initial themes was the 
development and fac i l itation of two Learning Circles with staff, which occurred in 
February and September, 2006, after the researcher had col lected data on the first four 
and last four participants, respectively. A Learning Circlc is  a communication tool 
advocated by Eden Alternative proponcnts (Norton, 200 I )  in which a topic i s  discussed in 
a collaborative fashion with a focus on l istening to other's views. Group members sit in a 
circle so that they can make eye contact with each other. The faci l i tator offers the topic, 
often in the foml of a question, and then each person is given the opportunity to respond, 
with the option to pass i f  they choose. The primary rule is that when one person is 
speaking, everyone else listens. A ner everyone has had the opportunity to speak, open 
discussion occurs. Learning circles can be used for improv ing understanding of a topic, 
increasing group cohesion, and problem solving. 
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The Learning Circles were used to accomplish sevcral goals: to help organize 
thinking about themes related to participants' vol ition, to share infollnation that the 
researcher was learning about part ic ipants with staff, to serve as a form of  member check 
with staff s perceptions about part ic ipants' volition, and to offer suggestions and support 
for staffs responses to part icipants' vol itional behavior. Both sets of Learning Circles 
were conducted for all three sh ifts over the course of two consecutive days. Three to 
eight staff members participated in each Learning Circle, and the program manager 
coordinated scheduling so that all staff had the opportunity to attend the session closest to 
their regular shift .  Handouts developed for Learning Circles are found in  Appendix G .  
E xiting the Ficld 
Data Saturation 
While a total of ten part icipants was the initial target for the study, it became 
apparent by the sixth part ic ipant that the researcher was beginning to reach data 
saturation.  The running l ist  of patterns and init ial themes was organized with conceptual 
guidance from the Model of Human Occupat ion 's  definit ions of vol ition and environment 
(Kielhofner, 2002), as wel l as van Manen ' s  ( 1 990) l ived existentials. E merging patterns 
were c lustered in the fol lowing categories: the person ( l ived body and l i ved t ime), the 
physical environment ( l ived space), and the soc ial environment ( l ived human relations). 
The reduction of data into li ved cxistentials helpcd identi fy the essence of  volit ion as an 
experience of dynamic intersections between the person and the environment. This 
proposition resonated with each of the first six participants, and for the seventh 
parti cipant, care was taken to recruit someone whose activ ity level and preferences 
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differed from the first s ix in order to further examine in-depth the experience of volition. 
A s  data collection with Participant Seven, Felicity, unfolded, the researcher noted that her 
vol itional behavior was simi lar to the previous participants. These observations helped 
conflIIn that the subjective experience of  the person was a major aspect of the 
phenomenon. 
These observations were discussed with the committee chair and two committee 
members. The researcher met with the committee and provided infollnation that 
supported the determination that data saturation had occurred in August 2006 as Phase 
One with Participant Eight, Theresa was fin ished. The researcher made the observation, 
which had been conflIIned by the program manager, that the remaining pool of potential 
participants on the unit included individuals who had strong simi larities with the eight 
participants, therefore decreasing the likel ihood of gaining new infollnation. Upon 
review of the information regarding data saturation, the commi ttee supported the decision 
to end data collection with Theresa. 
Closing Data Collection 
After the decision was made to end data col lcction, the researcher worked with 
the program manager and activity thcrapist to detemline c losure activities with the 
participants, residents and staff. It  was dccided that a "back to school" picnic for al l  
residents, including the participants, would be fitting, as the theme resonated with the 
researcher's return to teaching for the fa l l  semester and the seasonal transition that 
occurred as data col lection ended. The picnic was scheduled to coincide with the second 
set of Learning Circles, and it was held outside. The researcher spent time thanking each 
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part icipant for their help with the study, as well as thanking the staff and other residents 
for welcoming her, and accepting and supporting her presence on the unit. 
Data Management and Analysis Procedures 
Data Management 
Participant confidentiality was protected through storing signed consent fOllns 
along with the master l ist of numbers assigned to each participant in a locked storage file 
to which only the researcher had access. A l l  transcripts (observations and interviews) 
were stored electronically on a password-protected computer. Hard copies of  study 
transcripts were also stored securely in a locked cabinet. I nterviews were recorded 
digitally and were placed in a locked storage file as soon as transcIjption occurred. An 
audit trail (Appendix D) consisted of documentation of how data was col lected and data 
itself (L incoln & Guba, 1 985). 
A nalysis Procedures 
Methodology in phenomenology includes reductio (the reduction) and vocalio 
(the vocative) dimensions (van Manen, 2002). The reduction involves bracketing, or 
• 
suspending, one 's  views on the phenomenon, and the vocative aspect involves writing 
and rewriting to express the essence of the phenomenon. The researcher used the 
structure outl ined by van Manen ( 1 990), and the tasks in this iterative process paralleled 
those described by Creswel l  ( 1 998). These tasks were data managing, reading and 
memoing, describing, classifying, interpreting, and representing (Creswell ,  1 998) .  Using 
van Manen ' s  ( 1 990) approach,  the starting point for data analysis is reflection on one 's  
own experience of the phenomenon. As a beginning point for analysis, joumaling and 
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sel f-observation were used by the researcher to note her volit ion for everyday 
occupations. Journaling helped bracket perceptions and views about volit ion, and 
occurred during each stage of  the research process: data making, codi ng, and abstracting. 
During data col lection, each participants' vol i t ion was explored by transcribing each 
observation session, and carefully reading these along with the interview transcripts, with 
attention to the four existentials of l ived body, time, space, and human relations (van 
Manen, 1 990). Since part icipants were enrolled sequentially, analysis of individual cases 
occurred first, and cross case analysis unfolded as cases accumulated. I dentification of 
themes and patterns of volit ion was completed by case, and across cases, and thematic 
analysis was then conducted as this iterative process continued. Modifications to data 
analysi s  were based on this iterative process as well  as feedback obtained in member 
checks, peer debriefing, and journaling. 
S ince large volumes of narrative data were simultaneously col lected and 
analyzed, HyperRESEARCH software was used for al l  aspects of data analysis. 
HyperRESEARCH is  a code-and-retrieve program that faci l i tated data analysis through 
its capabil ities with data file management, data coding, and code mapping and search 
functions (HyperRESEARCH, 2004). Addit ional ly, written analysis of patterns and 
themes that emerged from the observations and interviews occurred in conjunction with 
the software-supported analysis. 
Fol lowing the data-making period, the next level of analysis was creating further 
detai led coding. After exiting the ficld, the researcher refined the categories that 
emerged in the initial analysis and further developed 63 initial working codes with 
speci fic definitions. These codes were then col lapsed to 39 with input from committee 
members (Appendix  J) .  Coding of al l  s ixteen interviews and 1 3 5 observation sessions 
was then completed. The process of coding was iterative and guided by van Manen ' s  
( 1 990) analyti c  process of isolating thematic statements, i n  which three approaches can 
83 
be used: wholistic, selective, and detai led. I n  the coding layer of analysis, the researcher 
chose to use the selective approach, i n  which the reading of the text focuses on the 
question "What statement(s) or phrase(s )  seem particularly essential or revealing about 
the phenomenon or experience being described?" (van Manen, 1 990, p. 93). Using this 
question as an anchor guided coding and thematic analysi s. Writing and rewrit ing the 
themes, also advocated by van Manen, assisted in shaping and more clearly articulating 
the major themes that reflected the experience of volition for study participants. 
Reflections on Data Analysis 
As the process unfolded, i t  became clear that articulating the phenomenon of the 
experience of voli t ion for each participant was chal lenging and at times elusive. In it ial ly 
the focus was on a more cl inical approach to assessing volit ion. As the researcher 
engaged further with participants and the data, it was noted this approach was not 
capturing the essence of  the phenomenon as fu lly as desired. The researcher realized 
how much information about her methods and cl inical reasoning was reflectcd in 
reflexive journal entries and so this infornlation was also brought into the process of 
describing volit ion . Thus, thc researchcr was able to begin to articulate the phenomenon 
of vol ition for participants as she engagcd with them and their relationship developed. 
Each observat ion session was an exploration, and bui l t  on thc researcher's experiences 
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with each partic ipant. To really understand their volit ion was at times difficult but 
always rewarding. Testing out the hypotheses, and the observations about volit ion for 
each participant in Phase Two he lped to gain a greater understanding of volit ion for each 
• • partIcIpant. 
The process of de tel mining choices for Phase Two activit ies was quite dynamic, 
intuitive, and fluid. As the researcher became increasingly aware, there was realization 
that she was often beginning to engage in exploratory, supportive and challenging 
behaviors regarding volition at times before Phase Two began, as a result of  the way the 
relationship, environmental context, and participant' s trust in the researcher was 
developing. These understandings were noted in the reflective journal and brought into 
the researcher's process during Phase Two as well .  Whi le  the l ine of demarcation in the 
data-making phase of the study was ostensibly Phase One into Phase Two, i t  was not this 
clear-cut in actuality. This iterat ive process also conti nued throughout the coding, 
reflective writ ing, and generat ing of the major themes of the study. 
The process of elucidating a phenomenon is an iterative, dynamic process that 
involves six major themes that comprise a methodical structure for phenomenological 
research (van Manen, 1 990). According to van Manen ( 1 990), research acti vit ies 
associated with the themes are not intended to be formulaic, but rather provide guidance 
for the researcher to explore the phenomenon of interest. Van Manen 's  six themes are 
outlined in Table 5,  with a summary of the research activities implemented in the study. 
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Table 5 .  Phenomenol ogical Research Activit ies 
Phenomenological Themes Associated Research Activit ies of the Study 
van Manen, 1 990,.£.. 30-33 
I .  Turning to the nature of l ived Reflection on my c l inical experiences from 
• which the questions arose; analysis of the expenence 
construct of volit ion and personhood as 
experienced by persons with moderate 
dementia; development of the research 
questions; bracketing of  assumptions 
r�ardin..&. volition 
2 .  I nvestigating experience as we l ive i t  Generating data; field work consisting of 
c lose .£.artici£.ant observation and interviews 
3 .  Reflecting on essential themes Thematic analysis; developing heuristics of 
volition of each participant, creating codes, 
coding al l  data; isolating themes from codes; 
use of reflective · oumal 
4 .  The art of wri ting and rewriting Writing and rewriting throughout the study; 
heuristics of vol i t ion, participant portrayals, 
thematic anal sis and ex.£.lication of themes 
5 .  Maintaining a strong and oriented Use of  peer debriefing and reflective journal ;  
relation consulting l iterature, use of etymological and 
I i  terar analysis 
6. Balancing the research context by Relating the experiences of partic ipants to 
considering parts and whole the themes, and themes to study's  
im.£.l ications 
CH APTER FIVE:  DATA ANALYSIS :  PARTICI PANT PORTRAYALS 
Lived Experience of the Part icipants 
I t  was an honor for the researcher to be al lowed into each participant 's  l i fe .  
Capturing a person's  l i fe story in any written fOJ Il1 is challenging, and these portrayals 
necessari ly rely on a l imited amount of  infolll ation, collected in one slice of  t ime. I n  this 
chapter, each participant, using a pscudonym, i s  introduced using a narrative format, with 
information and anccdotes about their l i fe, interactions with the researcher during the 
study, and highl ights about their experience of volition as observed and translated by the 
researcher. The goal of these portrayals is  to create a p icture of the person that i l lustrates 
the essence of  their experience of  volit ion. These portrayals were developed based on the 
data analysis worksheets created for each participant as part of developing the heuristics 
of volition as well as careful re-reading of al l  textual data collected. 
Participant One: Grace 
Grace was 89 and had l ived in the continuing care retirement community (CCRC) 
for five years. She moved to the CCRC approximately five years after her husband died 
because it was geograph ically close to one of her youngest si sters and in the hometown 
they grew up in. This was a major move, as hcr home of thirty years was in the 
southwest, and her relationship with this sister had consisted primarily of annual vi sits for 
vacations. Grace was the second eldest of twelve chi ldren, and the age difference 
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between Gracc and her sister was nearly seventeen years. Having a family was important 
to her, and she talked regularly about the loss she felt with not being able to have to 
chi ldren. 
Grace had been married three times. Her first husband died unexpectedly after 
five years of marriage, and her second marriage ended in divorce after three years. Her 
third marriage, to a psychiatrist, l asted over th irty years. Her third husband had 
Alzheimer disease, and Grace was his primary caregi ver for five years. Grace was a 
psychi atric nurse for nearly forty years, and met her third husband in  the veteran 's  
hospital on the east coast, where they worked. Throughout visits with the researcher, 
Grace expressed great satisfaction with her work ro le, and she was .very proud of the fact 
that she returned to school in her forty 's  and obtained a bachelor's ( BSN)  degree. 
Grace's  adjustment to the move was not easy, and her sister reported that Grace 
experienced a great deal of di stress, frequently berating and accusing her sister of making 
her move. Her sister was confused by Grace's behavior, and slowly, signs of Grace's 
cognitive deteriorat ion became apparent. Grace was d iagnosed with dementia by her 
primary care pract itioner after four years of l iving in her own apartment at the CCRe. 
After a major fal l ,  it was detelln ined that Grace would benefit from living in the memory­
support assisted l iv ing unit. Grace had been on this unit for nearly one year when she 
part ic ipated in the study. Staff described her as isolative, spending the majority of time 
in her room. They also reported that she had expcrienced some depression just before 
part ic ipating in the study. According to the resident helper, Grace could be suspicious 
and argumentative with staff. 
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Grace also had macular degeneration that caused low vision, and major hearing 
loss in one ear. She had experienced two serious fal ls ,  resu lting i n  a hip and humeral 
fractures respectively. Grace experienced lymphedema in her right alln from a radical 
mastectomy 30 years ago. She used a wheeled walker most of the time. Grace completed 
al l  of her self-care, with cues from staff, to correct errors and ensure completion of tasks. 
Grace disl iked changing her c lothes, and typically would not put on a c lean outfit unti l  
her showers, which occurred twice a week. Grace used the phone in her room to cal l  her 
sister independently, but she often made m istakes and asked staff for assistance. Grace 
often cal led her sister in the middle of the night, feeling distressed about not having any 
cash or her checkbook .  Her si ster managed her money, visited regularly and took her to 
Mass at their Catholic church weekly. 
Grace' s  adjustment to the memory-support unit was also d iffi cult .  Grace mostly 
kept to herself, staying in her room much of the time. Grace ' s  room was decorated with 
mementos from her travels, some pictures, her own furniture, and a television, which she 
used occasional ly .  Shc came to meals with reminders and coax ing, but rarely participated 
in any of the activities on the unit. When she did spend time out of  her room, she tended 
to pace, and often went outside to the enclosed patio. Staff reported that her mood often 
varied from depresscd to angry and suspicious. However, they stated at these t imes, 
Grace would seek Ollt one particular nurse to talk to. She was the clinic nurse for 
residents in the independent apartments, and was a person with whom Grace had 
established a very positive, trusting relationship when she l ived in her apartment. 
89 
During visits with the researcher, Grace clearly expressed her preference to visit 
in her room, and stated that she "did not do much" outside of  her room. During init ial 
visits with Grace, the researcher quickly learned about the importance of her work as a 
nurse and the value of fami ly, as she talked about these topics regularly. Grace reported 
some of her interests with spec ific  prompts. Her sister' s  knowledge of Grace's interests 
was l imi ted, as Grace had moved out of the house when her sister was young, and they 
had not maintained a c lose relationship through adulthood except for periodic visits. 
Grace however, val idated the sister's report of her past interests, which included games 
(cards, b ingo, and going to casinos), reading and trave ling. Grace could not offer other 
interests and was vague in responding to questions about hobbies, (iside from the ones 
identi fled by her sister. 
Her s ister stated that Grace loved to be "pampered", and that she had always been 
interested in maintaining her appearance, was well-dressed, and enjoyed wearing make­
up and having regular manicures. However, Grace repeatedly stated that she "did not 
l ike to be fussed over" when the topic of putting on make-up or having a manicure 
occurred in  visits with the researcher. Grace initially refused manicures offered by the 
researcher, and the activ ity therapist confi rnled that Grace usually did not participate in 
make-over act ivities. Despite this apparent lack of conti nuity between her past interests 
and current desires for daily occupations, she became more receptive to man icures in 
later sessions. 
The other main focus of our visits was her kitten. One month before beginning 
interactions with her. one of the nur es had obtained a six -week old kitten for Grace, in 
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hopes that having the responsibi l i ty would help Grace "take her mind off hcr troubles." 
Although not a typical Eden A lternative approach, the staff agreed that i t  was best for the 
• 
kitten to belong to Grace and l ive in her room. Grace had readi ly accepted the role of 
mothering the kitten, and always referred to the k i tten as "Sweetie" or "Baby", never by 
its name given by the staff. When Grace was asked if  she had had cats before, she was 
unsure, but expressed pleasure with currently having the kitten. Grace attended to the 
kitten ' s  needs daily, but staff reported she often made mistakes that she did not notice or 
correct, such as spil l ing water, putting used l itter in the toi let, and moving the l i tter box 
frequcntly, resulting in the kitten's having accidents. At times, Grace expressed anxiety 
that she could not care for the kitten adequately. While staff ensured the kitten was fed,  
Grace often stated that she had no food for the kitten. Another worry centered around the 
ki tten escaping from her room, which at times happened, but again, staff always found 
and returned the kitten . 
Observing and talking about the kitten ' s  spontaneous play was a major activity 
during study visits. Grace always responded positively to the kitten and its antics, and it  
was apparent that, despite her worries, the relationship with the kitten was a great source 
of  comfort. Her sister confu med this observation when asked how Grace had adjusted to 
her move to the memory support unit: 
Terrible, terrible . . . .  she didn't l ike anything. She didn't l ike anybody . . .  Shc hated 
all of us, and they all knew it, but they understood, you know, she was 
frustrated . . .  Her whole l ife was changed, and we knew it . . .  and she said, I know, 
it's not your faul t  but, you know, nevertheless she hated it. So nothing has been 
the same until she got that kitten, and it's just been l ike a transformation, a new 
person was born. 
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The resident helper and other staff members concurred with this obscrvation , 
noting that Grace 's  mood improved significantly once she receivcd thc kitten. The 
resident helper said twice that the ki tten had been a "godsend" for Grace. Caring for, and 
having a relationshi p  with the kitten created a new occupation that was highly motivating 
for Grace, and this was observed throughout our sessions and through the end of the 
researcher 's  time on the unit . As the k itten grew into a cat, and began to explore the unit 
more, so did Grace. Being out with the cat created more opportunities for interaction 
with others, and by the end of the study, i t  was noted that Grace was occasionally 
part icipating in the morning exercise and make-up group. 
The researcher noticed that although Grace 's  verbal ski l ls  were more preserved 
than those of many other residents on the unit, she often repeated herself, along with 
tel l ing several recurring stories about her past. These communications provided helpful 
insights about her values, as the themes in her stories were consistent, focusing on the 
importance of fami ly relationships, independence and her desire to be her "own person". 
Grace repeatedly stated she l iked cats because "they are their own person . . .  no one owns 
them."  This comment appeared to be a strong expression of her sense of sel f-efficacy, in 
spite of fail ing capacity, and communicated her preference to be her own person, and not 
l ike the other residents with memory-impaiIlllent, from whom she literally and 
conceptually separated herself. 
Participant Two: Mildred 
Mildred was 83 and had moved to the memory-support assisted living unit in 
June, 2005.  She had been diagnosed with Alzheimer diseasc fivc ycars earlier, and had 
been l iving with her husband, John, i n  their home of 42 years unti l that time. Mi ldred 
and John had been married 63 years. They had one daughter, who was single, managed 
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an area home care agency, and was actively involved with her parents. M ildred and John 
had grown up i n  the area, and met at a small private college in the region, where they 
were both studying education. A fter marrying, they each taught in local school systems, 
where she became the first woman principal in the state, and he went on to become a 
school superintendent. M ildred taught fourth grade for thirty-seven years, and retired at 
the age o f  fi fty-six .  John retired shortly afterwards, and for the first twenty years of their 
retirement, they wintered in a southern state and did some traveling. 
According to her daughter, John was Mi ldred ' s  main interest in l i fe .  She stated: 
"My dad was her project, program in  l i fe . . .  She got great enjoyment out of being a wife." 
She also offered that M ildred "didn ' t  really have any hobbies." Her daughter shared that 
Mi ldred enjoyed managing the house, caring for her husband, entertai ning and soc ial izing 
• 
with close friends, playing cards, and going out to cat. Mi ldred learned to golf after she 
retired. She read the paper and watched the news with John. Shopping and music were 
identi fied as two other important interests. Mi ldred was a member of the Methodist 
church, sang in  the choir and helped with spec ial church projects. Her daughter said 
Mi ldred was not really a joiner of  groups, and in fact, described her as a "quiet person ." 
As M i ldred's Alzheimer di sease progressed, she became homebound. John was 
her primary caregiver, and according to her daughter, supported Mildred ' s  functioning 
with a very structured rout ine. John helped maintain Mi ldred 's  abi lities by keeping her 
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involved i n  the everyday activities of their home, and communicated well with her. 
Mi ldred 's  daughter stated that she and M ildred had always had a very close relationship. 
John's stroke i n  June, 2005 required rehabi l i tation and prompted Mi ldred's 
admission to the memory-support unit, which was hoped to be temporary. By July, i t  
became clear that John could not care for Mi ldred at home. I n  August, John decided to 
l ive with Mi ldred i n  the memory-support unit. John now used a wheelchair, and 
expressive aphasia made h i s  verbal communication very difficult to understand, although 
his abi li ty to comprehend speech was fai rly  intact, and he used gestures effectively. 
Mi ldred had major d ifficu lty adjusting to these sudden changes in her l ife, although 
within two months, her comfort level on the unit  improved. However, Mi ldred did not 
respond well to John's  move to the unit. Her daughter recounts the trauma al l  three of 
them experienced on the day he moved, saying it "was absolutely the worst night of my 
mom, my dad, and my l i fe (sic) ." She went on to explain "In fact, I real ly, when I look 
back on everyth ing . . .  that was the turning point for my mother ." 
Mildred slowly adj usted to John ' s  move to the unit, and lived in the same room 
with him, which she had init ial ly refused. Their daughtcr brought their fu l l  size bed and 
each of their recl iners from home, along with pictures and decorations. Gradual ly, they 
eased into a routine of going to meals, taking an afternoon nap togethcr and listcning to 
music togethcr. The transition for them to ful ly share their room took ovcr a wcek. 
Mi ldrcd began swearing when John moved in, a bchavior she had ncvcr donc in her l ife. 
She also began to sing fami l iar tunes with curse words instcad of thc song lyrics. 
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Mildred a lso had hypertension and glaucoma, and she squinted and often closed 
her eyes when she was overwhelmed by sensory stimulation. Mildred ate by herse lf, had 
a good appetite and enjoyed meals. She required help from the staff with all her self­
care activities. Mi ldred usual ly al lowed the beautician to wash and set her hair weekly, 
but this required a good deal of coaxing and encouragement from the staff. 
The staff described Mi ldred as agitated much of the time, with no particular 
pattern or triggers for her behavior. Her verbal communication had decreased 
significantly since admission, and she communicated by swearing and singing curse 
words. However, she responded appropriately with short phrases when in a quiet 
environment. The main activities Mi ldred initiated were walking and napping. She 
frequently paced up and down the hal l  in front of her room. She could locate her room, 
and often went there, napped, then got up and walked again. Since John moved in, she 
had begun to sleep more during the day, in addition to a consistent nap after lunch. I t  
appeared Mi ldred often chose to nap in  order to cope with feel ing overloaded by 
environmental demands. At times she would sit in an aJll1chair ncar the nurse ' s  station, 
watching the act ivity around her, but left when the noise level increased. Staff began to 
recognize her sensit ivity to the noise level as Mildred and the researcher worked together. 
Mi ldred' s  singing and swearing began and/or increased when the noise level on the unit 
was loud or beginning to bui ld. By making her own noise, she was attempting to drown 
out the sounds that distressed her. Whi le she frequently could not directly voice her 
preferences, her behavior clearly communicated a desire for quiet and privacy, consistent 
with her Ii rcstyle just prior to admission. 
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M ildred did not participate in any group activities, but occasionally watched the 
exercise group or allowed the activity therapist to fix her hair or nai ls ,  or put on her 
make-up. M ildred wil l ingly visited with the researcher, usual ly in  multiple short visits on 
the same day. Longer vis its occurred when the researcher spent t ime wi th Mi ldred and 
John together, and faci l itated i nteractions between them, often reading the newspaper 
together. A lthough she was sensitive to being touched, Mi ldred a l lowed the researcher to 
give her several man icures and put on her make-up. During these activit ies, the 
environment was arranged to ensure a calming experience. Mi ldred expressed her 
preferences to not be involved in activities by yel l ing, or beginning to swear. When this 
occurred, the researcher stopped talking and sat quietly, which typical ly calmed her. 
Staff often ignored Mi ldred ' s  singing and swearing, unless it appeared to be 
upsetting other residents. Usual ly staff used redirection by either tel l i ng her to stop or 
removing her from the area, with temporary effectiveness. Mi ldred responded posi tively 
when her feelings were validated and acknowledged by the researcher, and often 
demonstrated calmer behavior and less swearing. Walking with Mildrcd and helping her 
relax with music also created a sense of wel l-being, for which she oftcn expressed 
• • 
appreci ation. 
Mi ldred's  behaviors communicated her volit ion in  that she demonstrated she 
could sti l l  quite strongly express preferences of what she did not l ike or want to do, 
particularly with situations that bothered her. Working with her underscored the 
importance of attending to behavior as communication, not simply labeling it  as negative 
• 
or unproductive. Seeing "negative" behaviors as an expression of wil l  and preference 
was a very important insight that Mi ldred gave the researcher. 
Participant Three: Alice 
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Alice was 80 and had resided on the unit since mid-July, 2005 . Al ice had been a 
widow since 1 99 1 ,  and according to her sons, had been married nearly fi fty years. Whi Ie  
A lice had been an only chi ld, she was the mother of ten chi ldren and had fourteen 
grandchildren. Four of her chi ldren were l iving in the area, four l ived in a large city two 
hours north, one l ived on the west coast, and one l ived in another part of the state. Her 
husband had been a dentist with a successful practice in their hometown. Al ice and her 
husband were l i fe-long residents of the area, except when her husband was in dental 
school ,  and then later when her husband stopped practicing dentistry. Then they l ived in  
a large city, two hours north of their hometown, and both worked for state agencies. 
After her husband's  death, Alice remained in the city and worked at her job in the 
Department of Commerce, returning unclaimed funds. Her sons reported that she loved 
this job, both for the social contact, and the way its tasks fit with her values around being 
frugal .  
In  addition to raising her chi ldren, Alice managed her husband ' s  dental office. 
When her youngest ch i ld was in middle school, she took courses at the local college and 
earned her real estate l icense and an associate ' s  degree in business. She worked as a 
successful real estate agent in the area for nearly twenty years. Even after she left her 
regular work in her husband's dental practice, she intermittently he lped run his office. 
Al ice had retired from her position with the state agency at age 67, and returned to her 
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hometown. A lice valued productivity and being active, and during our visits, stated how 
important i t  was to "keep busy". 
From 1 993 until early 2005, Alice was an active vol untecr at a local monastery, 
where she ran the gift shop. This capita l ized on ski l l s  she had developed in  her other 
careers, and she took great pleasure in her responsibi l i t ies, making sales as well as 
ordering, stocking and organizing items. She attended Mass daily at the monastery. 
Al ice was a member of several groups in her church. H er Cathol ic  faith was very 
important to her, and in fact, when her sons were asked about Alice's interests, their first 
reply was her rel igion. Alice' s room was decorated with many rel igious icons, and she 
regularly carried several prayer books and rosaries. • 
A lice a lways engaged i n  informal volunteering, and her sons described her as 
"always helping take care of others." They stated that she helped care for several friends 
and church members when they were i l l, and she real ly  enjoyed it .  She cooked, c leaned 
and drove them to appointments, such as chemotherapy. Other past interests that Al ice ' s  
sons ident ified were playing cards ( Bridge, Euchre, a card game), bingo, gol fing, music, 
dancing and parties. She also enjoyed visiting, and activit ies with family and friends. 
Most of Al ice ' s  interests involved others, and she preferred leisure act ivities that were 
social in nature. The sons c learly stated that Alice did not have hobbies such as crafts, 
gardening or handwork, and that her only solitary interest was reading religious books, 
and some magazines. 
Approximately two years before Al ice was admitted to the unit, she was 
diagnosed with dementia and organic dclusional syndrome after experiencing growing 
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distress from suspicions that people were fol lowing her, trying to hat III her and take her 
money. As  her paranoia i ncreased, she repeatedly cal led her children, asking them to 
help her with the people "after her." Medication was prescribed, but Al ice refused to take 
it, and her paranoia increased to the point that she became very unsafe in her home, often 
walking into the path of  oncoming traffic, fai l ing to eat, and experiencing persistent high 
anxiety from her paranoid delusions. Her son sought emergency guardianship after she 
withdrew a large amount of  cash and handed it out to people she knew. 
Her family decided she needed the security of the memory-support assisted l iving 
unit. An immediate benefit of her admission was dai ly medication, which reduced her 
paranoia and the associated anx iety. Otherwise, A lice had no other. major health 
concerns. Her adjustment to the unit was initial ly s low, and she spent a fair amount of 
time either in her room or trying to leave the unit, wearing her coat and carrying her 
purse. A l ice required assistance with dressing and grooming, and for locating the 
bathroom. Within a month, she spent most time out of her room, social ized with other 
residents, and joined in  a l l  the groups led by the activity therapist. She particu larly 
enjoyed the morning exercise group. The activ i ty therapist involved Al ice in cooking and 
simple crafts, as well as art c lasses with the kindergarten students. 
With more part icipation in activities, Al ice began going into other residents' 
rooms and collected their belongings, carry ing and h iding them in her room and other 
smal l  spaces on the unit. These items included loose papers, magazines, newspapers, 
toi letries, blankets and clothing. Most staff members interceded when Al ice went into 
others' rooms and told her to leave, then took away the items she had col lected. The 
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activity therapist noted that verbal redi rection and often upset Al ice further. Alice often 
responded more positively to being transitioned into an activity, such as folding laundry. 
The researcher also observed that Al ice became more bewildered and agitated when she 
was only verbal ly  redirected. Al ice's col lecting behaviors typical ly occurred when she 
was not engaged in  structured activiti es. 
Most staff did not perceive Al ice 's  collecting activity as an expression of her 
desire to be active, but as a problem to be managed. Al ice sti l l  experienced paranoid 
delusions, albeit less intensely than upon admission, which caused periods of increased 
anxiety. When she felt anxious, Al ice asked others ( staff, residents, and visitors) to help 
her because "they" were fol lowing her or had stolen her money. At these times, her 
preoccupation with a desire to leave or fix a perceived problem was not easi ly abated. 
A lthough many staff viewed Alice as hav ing a mostly pleasant, easy-going disposition, 
they expressed frustration with attempts to redirect Al ice away from all these behav iors. 
Al ice's response to redirection varied from being cooperative to becoming 
argumentative. When A lice felt her concerns  were being heard, she was more likely to 
cooperate. However, redirection that ignored her emotions, or pushed her too quickly 
into activity often caused her more distress. As sessions unfolded with the researcher, i t  
was observed that regardless of others' views, Alice seemed to general ly perceive herself 
as effective, even when distressed. Her sense of i l l-being typical ly related to her 
experience that "they" (persons of her delusions) were the main barrier to being able to 
engage in preferred activities and maintain a sense of peace. This feeling would extend 
to others when Al ice did not feel they were sympathetic or understanding of her distress. 
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Because of her belief that she was effective in solving problems, Al ice was not often 
perturbed for long about staff s  insi stence that she stay out of others' rooms. Her 
persistent in itiation of col lecting objects and keeping herself engaged was an outward 
demonstration of her sense of  personal causation, values and interests. Through 
col lecting, Al ice was acting on what she felt needed to be done, regardless of how others 
viewed this activity. Her col lecting also reflected her value about the importance of 
being busy and productive, and related to her past interests of cleaning up and organizing. 
Despite the sense of i l l-being generated from her delusions, Al ice' s experience of 
the world around her remained mostly positive, with a view of hersel f as competent. 
During my time with Al ice, the researcher began to question assumptions about volit ion 
as a h ierarchical construct for this population. As  Al ice 's  col lecting occupation 
demonstrated, a contradiction cxists when a person's motivation to act on their 
environment conflicts with the social construction generated by others regard ing what is  
"appropriate." In  Al ice's case, her motivation to act on her world despite the feedback 
from the social environment i l lustrated the complexity of vol ition, and the significance of 
how it is named and framed by others. 
Participant Four: Frank 
Frank was 85 and had l i ved in the CCRC with his wife, El len for nearly five 
years. Frank had been l iving in  the memory-support unit for eighteen months when he 
participated in the study. E l len continued to live in their apartment and visited him daily. 
They had becn married 47 years and had no chi ldren. Frank was raised in a nearby state 
and met El len at a wedding when hc was on leave from the Navy. They dated for scveral 
1 0 1  
years before they married, after his discharge from the mil itary. According to Ellen, 
Frank served in the N avy for approximately five years, during World War I I  and part of 
the Korean War. Prior to his mil itary service, Frank had been trained as an electrician, 
had completed one year of college (where he also played varsity footbal l ) ,  and received 
additional electrical training in the Navy. Upon discharge, he became employed as an 
electrician at a company that contracted him out to large industrial plants in the area, and 
worked there for over thirty years. 
Although Frank and E llen did not have chi ldren, they helped parent two nephews 
from El len 's  family.  As adults, these nephews became their primary family support, 
although they lived two hours away. El len worked for the county welfare department for 
over thirty years. Frank and Ellen both retired in 1 984, and they had purchased a 1 6-acre 
faJ m in  1 983. 
The falln was on wooded land in a secluded area of the county, and obtaining the 
property was a dream fu lfil led for both Frank and El len. With the new space and time, 
Frank developed three major l i fe occupat ions that he pursued actively until just prior to 
moving to the CCRC: creative writing, beekeeping, and gardening. During the 
researcher's interview with El len, she stated that Frank had never done any of these 
pastimes before retirement. 
Frank's writing developed quickly, and he sci f-publ ished a book of short stories. 
He won first place for one short story from a regional writer's competition. Several 
other stories were publ ished in the local newspapers, and E llen had over 500 pages of  
writing that Frank had completed by 1 999, when he stopped wri ting. Ellen said Frank's  
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writing focused on humor, which was also a major part of h i s  personality. E l len provided 
the researcher with copies of several of Frank's stories, and later used his  award-winning 
story during a session with him. H i s  writing was indeed humorous and reflected a keen 
observation of  character. 
Whi le Frank enjoyed writing immensely, beekeeping was his biggest passion. 
Frank started self-taught beekeeping shortly after they moved to their fallll, with 34 hives 
that he maintained until six months before their move. El len said that Frank was always 
doing someth ing related to taking care of his bees and their hives. Gardening became 
Frank's other major interest, and he always grew a garden over an acre in s ize. Frank did 
not grow up on a fall11, so this intercst was one that he truly dcvc\op.cd latc in l i fe. Frank 
grew tomatoes, pumpkins and beans, and usually gave away produce at a roadside stand. 
Frank's interests before his retirement includcd music, caring for thcir home, social izing 
with friends and tel l ing jokcs. Frank playcd violin and sang bluegrass music, and hosted 
a local radio show for many years. He  stopped playing viol in duc to a hand injury in  
middle adulthood. Frank and El len wcre active members of the local Methodist church, 
where he sang in  the choir. 
Frank was diagnosed with Alzhcimcr di scasc in 1 999 by the neurologist that also 
managed his Parkinson 's diseasc, which had been diagnosed several years prior. Frank 
also had diabetes, diverticulitis, degenerative joint disease and a remote history of three 
major concussions. Frank had recently been diagnoscd with glaucoma, but h is  
functional v ision was good. He also experienced moderate hearing loss and wore hearing 
aids. El len reported that the decis ion to move to the CCRC was precipitated by Frank's  
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increasingly poor safety judgment, particularly with driving, operating heavy equipment, 
and making household repairs, which he had previously always completed effectively. 
Frank agreed to move to the CCRC, but soon began trying to leave their apartment, 
believing it was not thei r  home. El len tried several a laI 111 and lock systems on the door, 
but Frank ' s  mechanical apti tude pelmitted him to eventually disable each one. El len 
enro l led Frank in a local adult day program two days a week, which provided her with 
respite and helped him to sleep better, thereby decreasing his night wandering. E l len 
continued to care for Frank in  their apartment, but this became increasingly difficult . 
Frank was admitted to the memory-support unit a fter several short respite stays, 
and h i s  adjustment to the unit was fa irly good, although he persisted in trying to leave. 
As t ime progressed, his mobil i ty decreased due to his Parkinson 's  disease, and his 
attempts to leave slowed. The nurse reported that Frank was more physical ly active 
during the first year or so of  h is  admission, but that his functioning had dctcriorated in  the 
eight months prior to Frank ' s  participation in the study. During the t ime the researcher 
spent with Frank, his functional abi l i ties were l imited, and he required assistance with a l l  
of his sel f-care activities, inc luding walking. He was able to cat with set-up and 
occasional assi stance. 
The nurse and other staff members described Frank as maintaining a very easy­
going personal i ty, and a good sense of humor, despite recent changes in h is  overal l  
functioning. By all reports, Frank enjoyed social izing and often init iated short, joking 
interactions with staff and some peers. Frank's hearing loss, along with h is  slow 
response time, affected his communication skil ls. but hc responded very positively with 
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d irect face-to-face contact and increased t ime to interact. Frank had a favorite recl i ner in  
the l iving room that was positioned so he could observe most activity in  the main areas of 
the unit .  
Frank's part ic ipation in the structured groups was min imal, although he often 
engaged through watching. Although he did not participate in the structured exercise 
routi ne, he often engaged in hitting balloons and throwing beanbags, fo l lowing the 
cal isthenics. The activity director stated Frank often part ic ipated in coloring, painting, 
and simple woodworking activit ies with a good deal of encouragement. She also 
reported that he enjoyed bi-monthly visits from a local pastor who played guitar and led 
residents in gospel singing, and from the week ly kindergarten class. Frank readi ly 
engaged in visits with the researcher, and he was very responsive to her direct attention. 
V is i ting was our main activity, and often consi sted of the researcher's storytel l ing, in  
hopes of encouraging h im to share some of h is  memories. He usual ly talked about being 
an electrician, and that he needed to go to work. Frank was fai rly consistent in 
expressing his preferences, both for activities he wanted to try, and to which he was not 
attracted. Frank's  hearing loss, combined with his cognitive impailillent and the 
slowness of his responses from Parkinson ' s  d isease, highlighted his need for a sensory­
rich environment coupled with plenty of time for him to respond to any interaction or 
activity. The researcher observed that even a small  mismatch between her conversation, 
verbal directions, or non-verbal behaviors could result in outpacing him, i .e . ,  giving 
infollllation more quickly than he could process it (K itwood, 1 997) . Frank 's  response to 
outpacing was often to withdraw by c losing his eyes and moving into sleep. 
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Frank ' s  major of area of vol it ional continuity was i n  relating to other people, 
including h i s  wife. Frank was often observed joking and trying to make other people 
smile, which had always been important to him. Music and singing also remained 
important, and he often initiated singing when he heard famil iar music. Except for 
garden ing activities, there were l imited opportunities for Frank to engage in many of his 
past interests, such as mechanical ly oriented activities, beekeeping, and driving his truck 
and tractor. Frank's response to the gardening activ it ies offered in  Phase Two was 
mostly vicarious, in that he expressed strong interest and enjoyed watch ing the researcher 
participate, but his actions to engage were l imited. I t  appeared that this was a positive 
strategy to adapt to physical and cogn itive losses. • 
Frank 's  desire to be productive was also observed in fiddling with his buttons, 
zippers, belt buckle and table napkins .  Staff viewed this activity as unproductive or 
inappropriate, since occasional ly it evolved into disrobing. The researcher had success 
in using a maze type puzzle that had the appearance of an electrical board. I t s  attached 
parts could not be removed, an important factor, as Frank had a tendency to try to eat 
smal l  objects. Frank worked with this puzzle for over an hour the first time it was offered 
to him by the researcher. Staff were surprised that he stayed engaged so long; for the 
most part, they perceived him as having very low motivation for most activities, 
assuming inabi l i ty as well as low interest. 
Frank ' s  experience of volit ion on the unit reflected some support of his  past 
interests and occupations, but often in  a new or di fferent context. He responded with 
higher levels of  interest and sense of effectiveness when offered the opportunity to bring 
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humor and laughter to h is  interactions, as he experienced the same rewards he had always 
enjoyed in these situations. Tapping into and creating these opportunities required others 
to intentional ly interact to support Frank's  abi l i t ies and compensate for his losses. 
Despite chal lenges, Frank demonstrated the abil ity to maintain a sense of pleasure when 
supported in preferred occupations, which included vicarious participation. Frank's story 
a l so underscorcd the gender differences in congregate l iving environments, and how 
d ifficult  it can be to provide opportunities for productive occupations that engage men . 
Participant Five: Nell 
Nell was 90 when she participated in the study. Nell was a l ifelong resident of the 
ci ty where the CCRC was located and had l ived in the CCRC five years. Nell was the 
only participant for whom it was not possible to interview a relat ive. Nel l ' s  power of 
attorney, Betty, completed the conscnt for Nel l  to participate, as well as the family 
interview. Bctty shared that Nell  had been widowed for nearly thirty years, was 
estranged from her son, and had a vcry tumultuous relationship with her daughter. Nel l ' s  
other main support was her bank trustee, who managed her finances. Betty and Nell  
were chi ldhood friends, but had not been in contact unti l  Betty remarried late in l i fe. 
Betty ' s  second husband, Mark, was Nel l ' s  attorney, and assisted her with managing her 
finances after her husband died. Nell had known Mark al l  her l i fe. After Mark reti red 
and had his own health i ssues, Betty became Ncl l ' s  power of attorney at Nell ' s  request. 
While Betty c learly stated that she did not have much speci fic hi story regard ing 
Nel l ' s  interests and activi ties as an adult, she was able to share a good deal about Betty 's  
early l i fe, and the past live years. Accord ing to Betty, N�II was an only child of older 
parents, and her fami ly  was of upper-soc ioeconomic status. Nel l  went to a major 
university two hours north, but her area of study was unclear, as was the degree she 
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attained. Nel l  and her husband knew each other from h igh school, and he attended the 
same university. They married and l ived in their hometown, and her husband owned a 
large insurance agency. Betty reported that both of Nel l ' s  chi ldren were adopted when 
very young. 
Both Betty and the staff reported that although Nel l ' s  chi ldren lived i n  the same 
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town, neither were invo lved with Nel l  and l i ttle infollnation was avai lable. Nel l ' s  son 
had divorced, and she apparently had no subsequent contact with him. Her daughter 
reportedly had always taken financial and emotional advantage of Ncl l .  [n fact, the 
c ircumstances of Nel l ' s  move into the retirement community i l lustrated the strain in this 
relationship. Apparently Nel l ' s  daughter had a drug problem and often stole money from 
Nell ,  at times breaki ng into her home. Nell had grown fearful of her daughter, decided to 
move to the CCRC, and tumed her fi nancial affairs over to the bank trustee, who has 
interacted with Ne l l ' s  daughter since that time. Nel l ' s  daughter calls approximately once 
a week to check on Nel l ,  but she does not always talk with her mother, and visits only 
sporadically, usual ly  near holidays. These vi sits are always supervi sed, as Nel l ' s  
daughter has attempted to have her sign financial documents. While Nell has several 
grandchi ldren , they had no contact with her. 
Betty reported that being a wife, mother, and homemaker were Nel l ' s  major l ife 
roles. Betty perceived Nel l ' s  personality as fairly passive, felt Nel l ' s  se lf-confidence was 
low, and believed these traits were intensi fied by the conflicts with her chi ldren. She 
said: 
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A .  You know, I 'm glad you brought that up, because I think (Nel l )  did try so 
hard and worked at being a mother and kept a nice home, and tried to be 
understanding and helpful with (daughter' s)  marriage and, with her son, and with 
(daughter) -- she spent money . . . . But, you know, everything she did she worked 
so hard at it, and then to have such disappointment. Now, this would be a 
crushing blow to anybody ---- I don't care how strong you were. And for a fragi le 
person l ike (Nel l )  to have nothing work out, a l l  of  her love and devotion, 
(husband) was gone . . .  And so no matter what she did she had no -- no feeling of 
success and that is  devastating to a person l ike (Nel l )  who had no, rea l ly  no, self­
assurance anyway. 
Whi le it  was difficult to ascertain Nel l ' s  past interests, Betty and the resident 
helper contributed some helpful  information. Betty said Nel l  had partic ipated in a bridge 
elub, but fe lt that her interest was more likely related to socializing than playing cards. 
An early l ife interest was spending time at her fami ly ' s  summerhouse. I t  was Betty' s  
perception that Nell greatly enjoyed her role as homemaker and associated activities, 
such as decorating and cooking. Nell  had been a l ifelong member of the local 
Presbyterian church. The resident helper stated that when on the general assi sted l iving 
unit, Nel l  regularly went out to church services, and received visits from church 
members. When Nell moved to the memory-support unit, these visits became more 
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II1tenmttent. 
Whi le Nell had earned her bachelor's degree, apparently she did not work outside 
the home, and this appeared related to lack of financ ial need to do so, and perhaps the 
influence of cultural expectations for women of her generation and status. The resident 
helper had al so worked with Nel l  when she lived in the general assisted liv ing unit, and 
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1 09 
i ndicated that Nell  rarely participated in scheduled activities there, but read a good deal, 
both magazines and books. 
Nel l  was diagnosed with dementia after her admission to the retirement 
community. Nell  moved to the memory-support unit approximately two and a half years 
ago, for help with her increased anxiety. Her other health concerns included 
hypothyroidism, hypertension, osteoarthritis, and joint replacement surgery for her right 
knee i n  1 997. Whi le Ne l l  had been ambulatory when she l ived in the general assisted 
l iv ing unit, she used a wheelchair at the time of the study. The resident helper indicated 
that Ne l l  had not been walking for several years, which coincided with her transfer to the 
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memory-support unit. Ne l l  was able to propel her wheelchair independently and spent 
much of her time moving about the unit. Nel l ' s adjustment to the memory-support 
assisted l iving unit was good, and she benefited from the smaller physical space and 
i ncreased one-to-one attention that was available. The resident helper stated Nel l ' s  
anxiety had decreased, but that she was sti l l  often worried and fretful. Nell exhibited a 
strong preference for continuity in her caregivers, and would become more anxious i f  she 
received help from several di fferent staff members during the same shift. 
Nel l  required physical assistance with going to the bathroom, dressing, getting in  
and out of her wheelchair, and showering. She was able to consistently and accurately 
express her toileting needs, and while she wore an incontinence pad, she was always 
aware when it needed to be changed. Nel l  used her call l ight correctly when going to the 
bathroom, and if  her caregiver did not come quickly enough, she would also call out for 
help. Taking care of her oral hygiene was very important to Nel l ,  which she was able to 
do herself once her materials were set up. She preferred to brush her teeth after each 
meal, and many staff members recognized this and assisted her with starting this task 
before Nel l  asked for help. Nel l  ate independently, a l though slowly, and she enjoyed 
sweets and hot chocolate. 
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Nell  did not init ial ly part icipate in  any structured groups or act ivities, but in the 
prior eighteen months, had gradual ly  i ncreased her involvement. Nel l  participated in al l  
activities offered by the activity therapist, and often began looking for the therapist after 
she had eaten breakfast. Nel l  enjoyed the morning devotions and exercise group, and 
particularly l iked hav ing the direct attention of the activity therapist during these 
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activities. Nel l  participated in bak ing and cooking, simple crafts and decorations for the 
unit, music, singing, and the art class with the kindergarten students. Nell took pride in  
any activity in which she perceived she was helping the activity therapist and doing 
something for others and the unit. She particularly enjoyed cutting, pasting, and 
assembl ing paper and fabric decorations for the bulletin board and wal ls. The repetitive 
activity of coloring was quite helpful  in calming Nel l  when she was very worried. Most 
of the craft projects had a seasonal theme, and this also appealed to Nel l .  
Nel l  a lso spontaneously in i t iated several activities throughout the day that seemed 
to calm her. Nel l  had a pattern of moving around the unit, traveling the same route 
several t imes a day, often taking breaks near the calendar and clock, reading them aloud. 
As staff members walked past her, she repeatedly asked "Are we in (name of city)?" 
When staff took the time to interact and val idate where she was, Nell demonstrated 
visible rel ief. I f staff ignored her or answered too quickly, her worry and upset often 
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increased. She also init iated going to her table in the dining room where she counted 
s i lverware and adjusted the l inens and di shes at her place setting. I n  the evenings, Nell  
l iked to read aloud the names l i sted on the drawers of the medication cart, usual ly 
positioned near the nurse' s  station. Nell also frequently sat at the floor to cei l ing 
window near the southwest entrance, which faced the parking lot. She would count the 
cars and their tai l l ights, as well as the people com ing and going outside of  the unit. Al l  of 
these repet itious activit ies appeared to be calming to Nell ,  as well as reinforcing a sense 
of  control over her envi ronment. 
Nel l ' s  daily routine and repetitive habits created a sense of security. She 
demonstrated a strong emotional sensitivity and awareness of others' responses to her, 
making the soc ial environment critical to her wel l-being. Nell i l l ustrated how the lack of 
a deta i led l i fe history created both a challenge and an opportunity for her caregivers. In 
the absence of historical information, it became imperative to focus on di scerning Nel l ' s  
preferences and support her strengths. Her experience of volition was strongly related to 
feel ing positively connected to others, which increased her sense of self-efficacy, 
al lowing her to take risks with engaging in occupat ions that gave her comfort and 
satisfaction. 
Participant Six: Winnie 
Winnie was 1 02 and had been residing in the memory-support assisted l iving unit 
for three years. She and her husband moved to the CCRC 22 years earl ier, and she 
became a widow 1 8  years ago. Winnie had no chi ldren, and her primary family support 
came from a nicce who l i ved over an hour away and saw her several t imes a year. This 
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niece provided consent and participated i n  the family interview. Winnie was the seventh 
of nine children, and spoke frequently about the importance of fami ly. She reminisced 
often about her father, a country doctor, and how she went with him to visit his patients, 
especially when he was del ivering bab ies. H er niece shared that whi le Winnie had no 
chi ldren, she had always been an active aunt. 
Winnie was a teacher, and early in her career, taught in a one-room schoolhouse. 
She taught primari ly third grade for 33 years. Her husband was a h igh school business 
teacher. They both retired from teaching before the age of 60. Winnie's  niece stated 
education had always been an important value, and that Winnie had completed some 
graduate studies in addition to a bachelor' s degree in education. \Vinnie shared that her 
father valued education and that a l l  of her sibl ings had college degrees. The importance 
of education sti l l  resonated, as she always talked about being a teacher, and asked about 
my teaching in every session. 
A l i fe-long leamer, Winnie ' s  curiosity was reflected in the range and depth of her 
past interests. Winnie and her husband traveled extensively, and spent a good portion of 
their summers fishing in remote areas of Canada. After her husband' s  death, Winnie 
continued to travel . According to her niece, Winnie had visited much of Europe, as wel l  
as the Middle East. A lthough Winnie had d ifficu lty recall ing spec ifics, she validated 
places she had traveled to with prompts. She played the piano at home with her family, 
and enjoyed l isten ing to music. She a lso engaged in flower gardening so she could dry 
the flowers for decorative crafts. Winnie was an avid bridge player, and had enjoyed 
reading, watching the news on TV and decorating her home with antiques. The 
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furnishings in her room were antiques, many from her parents' home. Her niece a lso 
noted that Winnie had always taken a great deal of pride i n  her appearance, and enjoyed 
having her hair done, manicures, using make-up, and dressing well .  
Prior to residing in the CCRC, Winnie had l ived i n  the mostly rural area where 
she was born and raised, an hour north. Later in her teaching career, she moved to a 
medium-sized city in the same county. Winnie was an active member of her church. 
She also volunteered fol lowing her retirement, belonging to many community and 
professional organizations. Her n iece indicated that Winnie was "a joiner" and enjoyed 
helping others, sharing that since residing in the CCRC, Winnie had spent a fair  amount 
of time assisting other residents through visiting, service groups and running errands. 
Winnie had remained in her apartment at the CCRC until low vision related to 
macular degeneration created increased challenges to l iving independently. She moved 
to the general assi sted living unit s ix years ago and was diagnosed with dementia shortly 
thereafter. When she began wandering away using the elevators, the dec ision was made 
to move Winnie to the memory-support assisted l iving unit, where she made a good 
adjustment. Staff described Winnie as typically pleasant and cooperative. However, they 
also stated that Winnie often resisted having her incontinence pad changed, as we l l  as 
bathing, and at times becoming argumentative and physically resisting assistance. She 
resisted staffs assistance when she wanted to sleep rather than get up for meals or care. 
Most of the time, Winnie walked independently using a wheeled walker. While 
she had a hi story of several fal l-rel ated fractures, including a hip fracture, she had always 
"bounced back", according to her n iece. Her niece also shared that Winnie had al ways 
I 1 4  
walked a great deal for exercise, and she felt th i s  contributed to Winnie's current 
mob i l ity. When Winnie exhibited unsteadiness or weakness, staff used a wheelchair 
instead of her walker to minimize fal ls. Since Winnie had many fal l  risks, combined with 
low vision and a significant hearing impairment, staff assisted Winnie with most of her 
sel f-care. Winnie was able to fecd herself, albeit s lowly, and had been on a mechanical 
soft diet, with ground meat, for the past six months due to her tendency to pocket food. 
I n  addition to eating her meals, one of Winnie's favorite daily pleasures was having a cup 
of coffee. She typical ly remaincd in the din ing room wel l after others had left, eating and 
sipping her coffee. 
Staff indicated that Winnie's participation in scheduled activit ies was intelmittent, 
but that she often sat and observed. This was particularly true with the weekly visits of 
the kindergarteners. Her daily rout ine varied. Some days she returned to her room for a 
nap after breakfast, and other days, observed the exercise group. With encouragement, 
Winnie would sit in on simple craft activities that were geared towards decorating the 
unit .  She enjoyed coffee klatches, as she li ked sweets with her coffee. Winnie spent 
much of her day out of her room, going back only when she wanted to nap or go to bed . 
She typically went to bed around I O :OOpm. 
Wi nnic was very intcrcsted in participating in the study and interacting with the 
researcher, and during most visits, was cooperative and engaged. However, the 
researcher observed the expression of Winnie 's  preference to sleep during several Phase 
Two sessions, and how clearly shc communicated this desirc. She genuinely enjoyed and 
valued sleeping, especial ly in the morning, and sleeping was not an attempt to wi thdraw 
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from the environment or a response borne out of boredom. Her current interests reflected 
some of her past interests, and i ncluded getting her hair done, manicures, putting on 
make-up, walking and being with others. The resident helper indicated that Winnie 
preferred one-to-one interactions, and this appeared related to her sensory changes. 
Winnie' s  experience of volition centered on seeing herself as competent, and she 
was very accepting of both her sensory losses and her current abili ties. She was matter­
of-fact when ident ifying what she was not able to do, and she often said "you shouldn't  
worry about what you can't do." This attitude was consistent with her niece' s  description 
of her l ifelong coping sk il ls .  Winnie's daily occupations were centered on eating, resting, 
and connecting with others. Her interactions always inc luded her interest in the world 
around her, as she regularly asked about the weather, date and time of day. This 
expression of curiosity was consistent during all of our interactions. Winnie 
demonstrated a strong preference for v isiting, and responded positively to the 
communication supports used during study visits to elicit an increased sense of efficacy. 
Winnie's volitional behavior defied assumptions about advanced age, as she 
demonstrated motivation to use her l ife experiences within her current capacity to remain 
in  rclationship with others. 
Participant Seven: Felicity 
Felicity was 94, and had been a resident of the memory-support assisted living 
unit since January 2004. She had resided in the CCRC for 23 years, and moved to the 
general assisted l iv ing unit in 200 I ,  a ftcr 1 8  years in an independent apartment. Felicity 
had been a widow since the early 1 970' s, and had prev iously lived briefly in another 
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CCRe. She was married for nearly 50 years and had no chi ldren. Whi le she had grown 
up in a neighboring rural county, she lived a l l  of her adult l ife in the city where the 
CCRC was located. Felic ity moved to this c ity to attend business col lege, where she met 
her husband, who was one of her i nstructors. Her husband also taught business c lasses 
in the local high school and co-owned the business col lege Fel icity attended. Fel icity 
worked throughout her adult years, and a l l  positions she held included a fair  level of 
responsib i l i ty and leadership. She was employed as an accounts manager for a regional 
department store, handling credit applications and payments, and as an office manager for 
a tire company. While work ing in  these jobs, she also served as secretary to the president 
of the business col lege she had attended. Work was a topic that dominated Felic ity's 
conversations, and she often perceived herself as st i l l  working and taking a short break 
due to fatigue. 
She had been very c lose with her husband, who was 7 years her senior. Most of 
her other relationsh ips were work-related, although she maintained contact wi th her 
extended fami ly. She had two older brothers, one a stepbrother. Her biological brother' s  
chi ldren were her main fami ly contacts. They l ived on the east coast, and rarely saw 
Fel icity, although they were involved in her care via telephone calls with the sta ff. Her 
nephew was her power of attorney, and the researcher was able to interview him and 
Fe l ic ity ' s  niece when they came to visit .  Her bank trustee, who managed her finances, 
and a sitter who had worked with her since she moved to assisted l iving, were her main 
local supports, aside from the staff. 
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Felicity ' s  past i nterests included bridge and other card games, and watching 
television. She was a lso an avid reader, especia l ly of mysteries. She readi ly named her 
favorite mystery series, including its author. Her fami ly corroborated her passion for 
reading, and remarked that she was very bright and could have achieved a higher post­
secondary degree. Fel icity sang alto and soprano in church and community choirs, 
including a group at the CCRe. While she played piano regularly in her apartment, she 
had only infrequently played at her church. Col lecting antiques was another strong 
interest that Fel icity engaged in with her husband. She had several cats over the years, 
and her fami ly vividly recal led Felicity 's  very strong connection with her last cat, who 
she was not able to bri ng to the CCRe. Felicity had prided herself on her appearance, 
enjoying having her hair and nails done, putting on her make-up, and dressing well .  
These grooming occupations continued in the CCRe. 
Felicity was diagnosed with Alzheimer disease one year before she was 
transferred to the memory-support assisted l iv ing unit. She also had bipolar di sorder, but 
l i ttle information was available about this. Felicity had osteoarthritis and degenerative 
joint disease, which affected her mobi lity. She was schedulcd to participate in the study 
in early May, 2006, but experienced a short hospital ization to treat an upper respiratory 
infection, delaying our interactions until early June. Staff reported that Felicity' s  
adjustment to the unit had not bcen good. They widely perceived hcr as very difficult to 
work with, and noted that she had become more demanding and angry over the past eight 
months. She participated in act ivities on the unit sporadical ly, but usual ly kept to herself, 
often cating in hcr room. 
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Her physical functioning fluctuated, and was dependent upon the level of  
cooperation she exhibited. Felicity required at least one person for assistance with 
transfers, toi let ing, bathing and dressing. At times, a l ift  was necessary for transfers. 
Although not wholly accurate, Fel ici ty perceived herself  as physically capable. Friction 
between staff and Felicitv �round these d iscrepancies triggered her feel ings of  frustration, 
which often precir  
they attempted to . 
I outbursts. She would yel l  and swear at staff when 
Eating was another area of tension, as she often 
demanded di fferent foou� Ulan were offered, then refused second and third offerings. 
Overal l , her eating, sleeping and interaction patterns were erratic. While her medications 
had recently been adjusted, staff said she was sti l l  often uncooperative, to the point of 
bell igerence. This troubled everyone on the unit, including Felicity. 
Interestingly, her si tter, who came during the 812 -hour evening shift three times 
per week, perceived Felicity in a different l ight. She had developed a positive 
relationship with Fel icity over the past several years, beginning when she lived in the 
general assisted l iving unit. She perceived Felicity as a nice, interesting woman. The 
sitter focused a l l  her time and energy on anticipating and responding to Felicity ' s  needs, 
so that Fel icity rarely demonstrated the same level agitation that occurred in other 
situations on the unit. 
In  interacting with Felicity, the researcher quickly learned the importance of  
l istening and val idation. Fclicity often focused on different time periods of her l i fe, 
usually when she was working. She repeatedly stated her preference to not engage in any 
act ivities, as she had worked hard and now deserved time to "loaf'. However, Fel icity 
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became very engaged in our vi siting, tell ing stories of her husband, her work and the 
home they built  many years ago. Visiting was a powerful occupation for her, and many 
of my interactions echoed the experiences of her sitter, rather than those of the staff. The 
nurse noted how hard it was for staff not to take Felicity ' s  comments personal ly, 
explaining: 
A .  [ think it  helped to have known her before and know that she was not a nasty 
person before, she was very pleasant and smil ing . . . . And I think that kind of helps 
to have known another side of her before. Because when she cal ls us dirty dogs 
or, you know . . . .  a lot worse, I 'm being very -- I'm saying some of the nice 
things . . .  And, you know, not to take i t  persona l .  And that this truly is  not the 
behavior that she had a l l  of her l ife.  
Fel icity 's  continuity of past interests was l imi ted to watching television. However, 
• 
she responded to a modi fied occupational form introduced during Phase Two, of l istening 
to audio-books by her favorite author, using a modified cassette player from the l ibrary. 
With increased support, she al so engaged in manicures and putting on make-up. Her 
interest in  l i sten ing to music had changed, and often agitated her. She transfomled hcr 
singing abi l ity into a method of communication so she was l i terally heard, as she often 
sang out her demands. The researcher observed that Fel icity's volition was very 
connected to being in control of her environment and choices. Fel icity appeared to have 
been a high achiever, valuing indcpendcnce and competence, and she typically devalued 
people  who she perceived as not meeting her needs effectively. This resulted in a 
negat ive spiral of al ienating staff as she pushed people away emotionally, although 
connection with others was o ften what she sought. 
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Participant Eight: Theresa 
Theresa was 87 and had been a resident of the memory-support assistcd l iving 
unit for five years. She initially l ived in an independent apartment, but within a few 
months, her cognitive impaillnents became evident. Following a fal l  resulting in  a hip 
fracture, she was moved to the memory-support unit. Prior to moving into the CCRC, 
Theresa had lived in her own home, located in the same city, for nearly 60 years. Theresa 
had been married for almost 50 years, and had been a widow for 20 years. Her son and 
daughter-in-law, who also l ived in the same city and visited at least weekly, participated 
i n  the family intcrview. She had one daughter, unmarried and with no chi ldrcn, who 
l ivcd in another city two hours wcst. Her daughter was also a nurse, and called Theresa 
at least twice wcckly and visited frequently. Theresa had two grandchildrcn and three 
great-grandchi ldren, who visited occasional ly.  
She had bcen raised in thc area, and had several siblings, although hcr abil ity to 
recal l  spec ific information about her family of origin was l imitcd. Theresa had becn a 
homemaker unti l  hcr chi ldrcn werc in  high school, when she entered a local hospi tal-
based nursing ( L PN)  program. She then workcd on the gencral mcdical/surgical unit of 
the same hospital for over 25 years. Her husband was a barbcr, with his own shop in the 
• 
same City. 
Hcr past in terests had bccn largely solitary, except for thosc involving her fami ly. 
Theresa' s  morc social intercsts were connected to hcr husband, as thcy had part icipated in 
bowling Icagues and community groups togcther. Thcy were also partncrs for card 
gamcs, such as Euchrc and Bridgc. Thcrcsa was an excel lent Bridgc playcr. Shc cnjoycd 
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checkers and j igsaw puzzles later in  l i fe, and had been an avid reader before moving to 
the CCRe. 
Whi le  Theresa and her husband traveled some during their retirement, she 
traveled a great deal with her daughter and groups after her husband' s  death. Reading the 
newspaper and l i stening to music had also been important to her. Baking, especially 
pies, was Theresa' s  passion, and her fami ly noted that during her retirement, she typ ically 
baked dai ly .  Watching television, dai ly soap operas in particular, had been another 
strong interest, as had been caring for her appearance. Theresa had a very positive 
connection with her last dog, which had come with her to the CCRe. Her daughter had 
been cari ng for her dog since Theresa's move to the memory-support unit. 
Theresa was diagnosed with A lzheimer disease around the same time as her hip 
fracture. She had congestive heart fai lure and chroni c  obstructive pulmonary disease, 
both of  which contributed to a low energy leve l .  Theresa' s  insuli n-dependent diabetes 
required b lood sugar checks twice daily. Her adjustment to the unit had been good, and 
part of this appeared related to her family'S attention to recreating a room that was very 
similar to her home. Her room was decorated with many pictures, mementos and objects 
from her home, as wel l as al l  her own furniture in her preferred pastel colors. 
Theresa was able to go to the bathroom hersel f, but required assistance with 
getting dressed, grooming and bathing. While she moved about her room independently, 
a whee lchair was used to travel to and from the dining room. Except for eating her meals 
in the dining room, Theresa spent a l l  of her time in her room, and very rarely participated 
in group activities. She had always worked second sh i ft ( 3 : 00- 1 1 : 00 p.m. ) at the hospital, 
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and her daily routines sti l l  reflected these habits. Whi le staff was usual ly able to get her 
up for breakfast at 7 :00 a .m. ,  she always went back to bed until I I  :00 a .m. lunch. Her 
best times of the day were between 4:30 and 7 :00 p.m. ,  after dinner. She usually did not 
go to bed until after 1 0 :00 p .m. ,  although she began dozing in the early evening. 
The resident helper described Theresa as typically easy-going, and in fact, asking 
for very l ittle assistance with anything. However, she also noted that i t  was hard to 
engage Theresa in conversation, and that she and other staff observed Theresa becoming 
uncomfortable i f  she was "fussed over" too much. Staff also noted that Theresa rarely 
interacted with other residents, but did seem to occasional ly enjoy l i stening to others' 
conversations in the dining room. Theresa 's  fami ly stated that she had always been more 
• 
of an observer in social situations, including family evcnts. Thcy said that visiting with 
Theresa had become more chal lenging, as she did not initiate conversation and often 
responded with few comments. 
I t  was observed that it took a good deal of time for Theresa to trust in the 
researcher, and this required repeated short visits, often less than 1 5  minutes. Even as 
the relationship grew, she consistcntly expressed her preferences for a short length of 
visit ing time. Theresa expresscd her preferences about eating, and about when she 
wanted to sleep or be alone. She requi red much more support to make choices around 
engaging in past interests, such as having a manicure or playing checkers. 
While Theresa had previously eaten well , in the past year or so, she had 
signi ficantly decreased her intake, which presented barriers to managing her blood sugar 
levels. Getting Theresa to eat more became a chal lenge for staff, as she consistently 
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stated she wasn' t  hungry and didn't want to eat . She usually drank most of her 
supplement shake, and would pick over her sol id food. A lthough her family reported that 
she had always l oved sweets, this preference had changed as wel l .  
Theresa' s  eating habits proved to be an interesting way to understand her vol ition. 
She alternated between active demonstrations of her preference to not eat ( i .e . ,  saying she 
wasn ' t  hungry) and not responding to coaxing to eat more, and passive responses to more 
coercive approaches ( i .e . ,  tolerating a staff member putting a spoonful of food in her 
mouth) .  She verbal ized that she was not attracted to eating in  general ,  and although she 
had difficulty stating her food preferences, demonstrated very subtle behaviors i ndicating 
what she was wi l l ing to eat. For example, she often verbally refused coaxing attempts 
• 
from others to get her to eat, but would s lowly initiate picking up a spoon sitting on her 
plate that was prepared with a bite. She also became more wi thdrawn when pushed to 
eat, as when staff fed her. 
Theresa' s  vol it ional expression appeared to be more congruent with a hierarchical 
v iew in that she exhi bited low volition that required multiple supports to el icit  increased 
engagement in pleasurable occupat ions. These supports involved interacting in a way 
that Theresa could tolerate and that spoke to her past interests. Theresa's  cognitive 
impairments often left her feeling befuddled and overwhelmed, and the researcher 
learned ways to not exacerbate these feel i ngs. Visiting, and later vicarious occupations, 
were the primary activities in which she was wi l l ing to participate during study visits. 
Theresa taught the researcher about ways to use social relatedness as a tool to bridge 
engagement in her past interests and to honor her tendency to be an observer in social 
exchanges. 
Summary of Participant Portrayals 
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As i l lustrated in  these snapshots, a range of volitional expression was observed 
both within and across the study participants. Developing the heuristics of vol ition for 
each participant was a dynamic, iterative process that unfolded with increasing c larity as 
the study progressed. Given the variabi l ity of deficits experienced in  each participant 's  
journey with dementia, a major part of the process of uncovering the phenomenon of 
volition centered on examining the existentials of lived body, time, space, and relations 
(van Mancn, 1 990). The phenomenon of vol ition emerged as a force that was present in 
each partici pant, with threads of their earlier sense of sel f-efficacy influencing how each 
participant brought forth their motivation for occupation in a new environment ( l ived 
space and t ime) with the constraints of  their dementia ( l ived body). These were a l l  
impacted by rclations with others ( l ived relations). 
CHAPTER S I X :  RESULTS 
Essential Themes across Participants 
Guiding Questions of the Study 
Throughout the study, analysis was guided by the fol lowing questions: I )  What i s  
the person's pattern of past l ife interests and activity preferences?; 2 )  How i s  volition 
outwardly demonstrated in persons with dementia?; 3 )  I s  thcrc a relationship between 
past interests and activit ies and currcnt vol ition for daily occupations?; and 4) What i s  
• 
the relationship of the social cnvironment to vol ition and the cngagcment in daily 
occupations for persons with moderate dementia? I n  analyzing the narratives of each 
participant and the codes used to examinc trends in the data, three major themes emerged 
that address these guiding questions. These themes were framed broadly as Theme One: 
Variations in Expression of Volition; Theme Two: Redefining Meaningful Occupat ion; 
and Theme Three: Potency of the Social Environment. 
The process of uncovering the themes occurred through several iterations of 
writing, reflecting, engaging in peer debriefing, and reading, re-reading, and coding the 
transcripts of observations and fami ly/staff intervicws for each participant. I t  is important 
to h ighl ight the concept, and the researcher 's  assumption, that the phenomenon of 
• 
vol it ion is dynamic. As such, the emerging themes are dynamic and have a level of 
interdependence and interaction, with the thread of social environment being laced 
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through a l l  three themes. This pervasive influence of the social environment i s  consistent 
with l ived experience being social ly constructed, whereby a person' s  experience is  
necessari l y  i nfluenced by, and at some levels, created by, the social world inhabited by 
the person. For each of the study participants, potency of social  environment was seen 
repeatedly as a major influence upon expressions of vol ition. The interrelationship of the 
social environment and volitional behavior also influences engagement in occupation, 
and for a l l  study participants, this included redefining occupation in some way. 
These three themes, therefore, are not hierarch ical, but rather conceptual ized as 
concentric circles, with the core circle being the expression of vol ition. Volition is  then 
bounded by a c ircle representing redefined occupation, experienced by partici pants as the 
interplay between one's  volit ion and the outermost c ircle of  soc ial environment. Social 
environment encircles both the core of volition and the experience of occupation, as well 
as characteristics of the resu lting occupation. Figure I i l lustrates this relationship. 
Figure I .  Thrcc Major Themes 
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Theme One: Variations in Expression of Volition 
The outward demonstration of volition, or the motivation to engage in 
occupations, was evident i n  a l l  participants. Given each participant ' s  unique ways of 
interacting with their environment, including the social environment, a wide range of 
volitional behavior was observed. Phase One included participant observations, 
interviews with a fami ly member and a staff member, the completion of the Volit ional 
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Questionnaire ( VQ) and the M ini-Mental Status Examination (MMSE), as wel l as chart 
review. Heuristics of  volition were generated using this infomlation, and consi sted of 
developing the participan t ' s  vol it ional narrative, and describing factors in fluencing 
• 
current voli tion and engagement in occupation. Ratings from the VQ, completed towards 
the end of Phase One, provided additional insights for the development of the heuristics 
of  volit ion for each partic ipant. The researcher re-examined the heurist ics of voli tion at 
the end of  Phase One and compared them with the coded analysis and themes about 
vol it ional behavior. Within the theme of expressions of volition, categories of volitional 
behavior emerged, and included : Preferences (what I want to do. and what I don 't want 
to do); Interests (current and past); Values; and Personal Causation. 
Preferences were seen in both behaviors and verbalizat ions. Volit ional behavior 
. . . . .  
. .  . 
, was expressed In subtle, and at tImes, countenntultlve ways, meaning partIcIpants 
desires were often communicated as the opposite of what their behavior appeared to be 
on the surface. Behavioral expressions of volition were more frequent than verbal 
expressions, but both typcs of expression were seen in each participant. Compared to 
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persons without dementia, for example, when asked open-ended questions about their 
interests and preferences, such as "What do you l ike to do?" the participants rarely 
directly expressed them. However, when provided with support, often in the fOlln of 
multi-sensory cues and ample time to respond, many participants were able to verbally 
express past, and at t imes, current interests. Often this expression came in the form of a 
response that confillned a closed-ended prompt, such as "Did you enjoy playing Bridge?" 
I n  creating these closed-ended prompts, the researcher drew on occupational narratives 
that were provided by others, typically fami ly. 
Other verbal izations of preferences typical ly related to immediate wel l-bei ng, and 
were often expressed more readily than past interests. Spontaneous expressions of  wel l ­
being were more l ikely to occur during engagement in an activity that el icited pleasure, 
comfort, and/or a h igh sense of self-efficacy. These expressions included smi l ing, 
laughing and comments such as "that was good." For two participants, the activity of 
sharing a hot drink with the researcher (coffee for Winnie, and hot chocolate for Nel l )  
was an especially p leasurable activity that el ic i ted well-being. Another example was 
seen when the game of Sol itaire was adapted for Alice, and she became absorbed in the 
activ i ty and began to spontaneously match cards and sort them into pi les, staying engaged 
for over twenty minutes. Given most participants' dementia-related communication 
impairments, the use of  supports that helped el icit and validate their verbalization (e .g. ,  
prompts to select between limited options, assistance with word-finding difficulties, and 
increased time to respond) often faci l itated verbalization of currcnt and past interests. 
L istening to the story themes the participants discussed, coupled with the researcher ' s  
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responding to these themes, also val idated their verbal i zations about past and current 
interests. For example, five participants (Grace, Al ice, Frank, Winnie, and Felici ty) had 
especial ly strong memories about, and connections to, their work identities. Val idating 
their interest i n  work often occurred by responding to their stories about work with 
questions and then restating their preferences about work, such as "It sounds l ike you 
enjoyed being a teacher." These types of responses often combined their own narrative 
with my knowledge of their career h istory from other sources ( such as family) .  This 
strategy underscores the importance of knowing as much as possible about the person 
with dementia. 
In  contrast to the need for supported communication, some participants' directly 
expressed their immediate needs. For Winnie and Theresa, these expressions remained 
socia l ly appropriate, but for other participants, these verbal izations did not retain social 
graces. Examples of social ly appropriate expressions inc lude "Where 's  the toi l et here?" 
• 
(Winnie) and "I want to go back to my room" (Theresa). M i ldred was largely unable to 
express what she wanted, but consistently stated what she did not want, often with "no", 
accompanied by repetitive swearing. Her usual expression of a need involved singing 
repetitive words and rhythms, which often intensified until a caregiver figured out her 
need, such as going to the bathroom, or wanting more quiet in the environment. Felicity 
developed a dramatic method of asking for her needs that also involved singing, using a 
del iberate word, depending on her mood. A repetitive "Yoo-hoo" was usual ly used 
when she was in a good mood, whereas she used a very prolonged "H EELL LPP" when 
she was more upset. 
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M any participant-ini tiated expressions of preferences were, however, of 
something that the person was not attracted to, rather than someth ing they were seeking 
within which to engage. Some examples of verbal expressions part icipants used to 
convey what they did not prefer included : 'That ' s  enough" (Mi ldred) " [ 'm not up for 
that today" (Grace), "no, not particularly" ( Frank), "no, you do it" (Ne l l ), "no, [ won't  be 
here long" (Winnie), "oh, [ don 't know" (Theresa), and "[ don't want that" (Felicity). 
Most preferences for what participants were attracted towards ( i . e. ,  what they 
preferred or wanted to engage in) however, were exhibited primari ly behaviorally, rather 
than verbally. Behaviors that conveyed attraction towards an activity included increased 
attention to, and concentration on, an object, activity, or interaction, as did movements 
that indicated interest, such as leaning forward and reaching for objects. Other observed 
behaviors indicative of i nterest were participants manipulating and using objects involved 
with an activity, and the emergence of habits that communicated long-standing patterns 
of  engagement with an occupational form, despite current inaccuracies in exhibiting the 
habit (e .g . , thumbing the pages of a newspaper but not reading it, or turning over playing 
cards but not fol lowing the sequence of a card game). These instances of behavior were 
coded as demonstration of preference and/or demonstfation of interest, whereas 
verbal izations of preferences were coded as cxpress interest and/or express preference. 
Each participant had a greater proportion of behavioral expressions, than verbal izations 
about vol ition. 
Interests were coded in two ways: past and current. Past interests were identified 
by a participant ' s  remote memory of an interest, and these memories were often triggered 
• 
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by closed-end prompts. Other triggers were cues in the environment, particularly 
personal objects in  participants' rooms, such as pictures, decorations, furnishings, and 
mementos that refl ected the person' s  l i fe and a hi story of what had been important to 
them. Past i nterests were also identified and coded from fami ly interviews, i .e . ,  interests 
that family member(s) talked about as being important to the participant, and/or interests 
that the part ic ipant had engaged in  earlier in  their l ife. For some participants, historical 
infollnation about their interests was fairly rich and detai led, but for others, this 
information was extremely l imi ted. For Nel l ,  i t  was based solely on speculation. I t  was 
striking to expericnce the different levels of knowledge about the person' s  interests, and 
• 
the researcher recognized that the reli ance on family or others' reports of interests i s  
always subject to the informant' s interpretation of what is defined as an interest. Some 
past interests were tied to occupational identity, particu larly in the case of fOllner 
employment and careers. 
Current interests were ident ified through participants' verbalizations, observation 
of their engagement in activities that appeared related to well-being, and/or others' 
perceptions. The perceptions of others included both staff and fami ly, and, in a few 
instances, peers. For Grace, a neighbor across the hall val idated her strong interest in  
caring for her kitten. Staff frequently had difficulty report ing a current interest, as they 
often did not identi fy social interactions or relationships as interests, and many t imes, 
staff members said :  "They [participants] don ' t  want to do anything now." Current 
interests were also val idated or refuted, during Phase Two, as the researcher worked to 
elicit increased vol i t ion through engagement in identi fied interests. For example, the 
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researcher was able to engage Mi ldred in l i stening to music, which was identi fied by both 
her daughter and a staff member as being "one of the only things she wi l l  do now." On 
the other hand, staff reported that Al ice l iked fold ing laundry to help calm her when she 
was upset and wandering, but her response to folding laundry with the researcher was 
that of an obligatory activity, done to comply with a request, rather than a preferred 
• 
current I nterest. 
Values were the most difficult to ascertain, as the data indicated very l imited overt 
expression of participants' values. Indirect assessments were often found in  i nterviews 
when fami ly members would d iscuss and reminisce about what the partici pant found 
"important" to do, or ideals they felt the participant exempl ified in their l ife. Values were 
primari ly identified by inferences made from both the reports of others and the 
researcher ' s  observations of and interactions with the participants. By integrating 
background information with current observat ions, the researcher was able to glean some 
• 
key values that appeared to be embedded in a participant ' s  l i fe narrative and expressions 
of their current preferences. 
Whi le  values were typ ica l ly subtle and embedded, core values, such as 
importance of fami ly, career, and re l igious beliefs, were identified for each participant. 
Al ice's value of productivity and caring for others was seen in her frequent entry into 
others' rooms, where she would engage in moving items around and taking them with 
her. She primari ly engaged in this behavior when there were no structured activities 
occurring on the unit, and she was creating activity for herself. During an early 
interaction in Phase One, the fol lowing occurred reflecting Alice's value of product ivity: 
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I provided the names and types of work she had done, and she replied very 
animatedly, "oh yes, l loved to work . . .  you have to". Then she spontaneously said 
"l l ike being busy . . .  they cal led me, what you call ,  a busy body". I asked her what 
happens when she 's  not busy and she repl ied very clearly, without skipping a beat 
in  the conversation "when I 'm  not busy, I get nervous", and she placed strong 
emphasis on the word "nervous", and she turned and looked directly at me, with 
strong eye contact, to punctuate her remark. 
Additional ly, there were repeated examples of the relationship between i l l -being 
and lack of access to occupations that reflected a person' s  values. Whi le Al ice persisted 
in creating her own occupation, her beliefs about the importance of  being productive 
were often not acknowledged by staff, or directed into an occupation reflective of this 
value .  Mi ldred' s  expressions of anxiety were often e l icited when the environment was 
over-stimulating, which was not consistent with her value of privacy. Frank's withdrawal 
i nto sleep appeared related to lack of occupations consistent with his  gender preferences 
and graded to his perfollnance capacities. At t imes, values were also in evidence through 
a part ic ipant 's preference of "what I don't  l ike", or something to which the person was 
not attracted. Both Fel ic i ty and Theresa often refused to eat, and each of them was 
accustomed to being i n  control of their food choices and how much they preferred to eat, 
resulting in frequent resistance to attempts to coerce them into eating more. 
Personal Causation includes self-efficacy and sense of  self-capacity. Self-efficacy 
is  one ' s  beliefs about their effectiveness in engaging in occupations, and scnse of self-
capacity refers to one ' s  pcrceptions about their abil it ies and ski l l s. Instances of personal 
causation were identi fied in codes of expressing and/or demonstrating confidence and 
doubt in abil ity. Distinguishing between sel f-efficacy and a sense of self-capacity is very 
• 
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subtle in this population, as these constructs are typically assessed in  individuals through 
their self-report. 
Each participant exhibited di fferent behaviors that communicated both their 
confidence and lack of confidence in engagement in daily activities and occupations. The 
researcher inferred that these various levels of confidence were examples of self-efficacy 
(beliefs about abi l i ties). At times, observations of participants' self-confidence were 
related to their comfort level with an experience or interaction . Other instances of  self­
confidence that appeared to imply h igher self-efficacy were observed when a participant 
was successful ly engaged in occupation. Alternately, a behavioral expression of  
hesitation or reluctance to engage in  an activity was often interpreted by me as lack of 
confidence, as well  as being a preference that communicated what the person was not 
attracted to or was not wi l l ing to risk trying. This hesitancy to risk engaging in an 
activity is related to participants' personal causation in the form of their sense of self­
efficacy, or how effective they felt they would or would not be in  perfOllll ing an activity. 
Whi le a separate code for sense of  self-capacity was not explicitly created, the 
researcher observed instances of behavior that were interpreted as parti cipants' own 
assessment of capacity. This was seen in Alice's response to staffs redirection of her 
rummaging behavior. She perceived her capacity for tidying up and taking care of the 
physical environment as positive, and therefore she continued to engage in it, regardless 
of how much staff attempted to redirect her. On the other hand, Nell would often directly 
say she "couldn ' t  do it" in response to many tasks that were part of an activity in which 
• 
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she expressed an interest (e .g . ,  gluing and cutting as part of a craft activity) a lthough she 
partic ipated capably in these tasks when encouraged. 
The concept of vol itional continuity relates to the third guiding question: "Is there 
a relationship between past interests and activities and current vol ition for daily 
occupations?" One way to examine volitional continuity is to explore continuity of 
interests over time, as well as ident i fying the impact l i fe-long values have on current 
volit ion. The role of personal causation in volitional continuity is dynamic, and 
therefore, it can be highly sensitive to the influence of  the social environment. Self­
appraisal al most always involves an integration of feedback from the environment 
( i ncluding the feedback of  others), along with sel f-evaluation. 
Exploring participants' current personal causation and the impact of increased 
vulnerab il ities related to cogn itive impaillnents i s  a lso a way to understand vol itional 
continuity. At varying levels for each part icipant, observations revealed an increased 
dependence on the social environment to provide support and coaching to in itiate and 
engage in activity that might be meaningful. I l l ustrations of volitional continuity 
included obscrvations reflecting presence and absence of continuity. An example of 
volitional continuity was observed in Winnie 's  strong interest in discussing her teaching 
career, which she always mentioned at least once in each session. In contrast, Mildred 's 
teaching career appeared to a part of her l i fe that she was "fin ished with", and she had 
very strong negative react ions to children visiting on the unit, despite her more than thirty 
years of  teaching chi ldren of s imi lar ages. 
Theme Two: Redefining Meaningful Occupation 
The theme "Redefining Meaningfu l  Occupation" emerged in  relation to 
observations about the participants' experiences of engagement in occupation. 
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Volit ional behavior was usual ly connected with participants' participation in occupations, 
and it was repeatedly observed that the occupational fOlln was changed or modified to 
fac i l itate engagement. The category of modi fied occupational fOllllS emerged from this 
observation. These modifications assist persons with dementia to engage in occupations, 
and observations of participants highlighted how these modifications help create meaning 
and restore abi l ity to participate. In  many instances, the modified occupational fOlln was 
created by the rescarchcr, which i l l ustratcs an ovcrlap and intersection with the theme of 
potency of the social environment. One qucstion emerged from this observation: Do 
caregivers' lack of awareness of or appreciation of the power of  modified occupational 
form affect engagemcnt in occupation? Convcrsely, how does apprcciation of changing 
the occupational form promote engagcmcnt and empower participation in occupations? 
A relationship between modi fied occupational fOllns and restoration of meaning was 
noted in many participants, and this dynamic also appeared related to a participant ' s  
avoidance of i l l-being. 
The experience of occupation is social ly constructed, and for persons with 
dementia, vol ition appears to undergo changes related to the vulnerabi l i t ies resu lting from 
cognitive impairment. This creates an increased reliance on the external world for 
navigating the interior experience of l iving. Al ternately, the researcher acknowledges the 
potential circular effcct of this re lationsh ip, wherein a participant ' s  internal awareness of 
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their vulnerabi l i ties, even i f  not reported or demonstrated in behavior, may also impact 
vol itional expression. There are ripples from within the person and from the world 
around them that both press and afford the creation of occupation and the opportunity to 
engage in  i t .  Al though the adjective "meaningful" for occupation relates to the person' s  
experience, there were situations whcre others did not understand or connect with the 
alterations in everyday experience which persons with dementia experience in their 
occupational world. These situations at times exacerbated or triggered i l l -being, as 
fai lures by others to appreciate participants' subtle expressions of preferences created 
mismatches between an activity, the participant ' s  desire and the participant 's  abi l i ty. 
For example when Felici ty on one occasion repeatedly asked the staff for 
"something to do", a staff member tried to help her do a large, twelve-piece puzzle. 
A lthough the staff member clearly recognized her desire to be "doing", and attempted to 
find someth ing to "keep her busy", there was a mismatch between Felicity ' s  abi l i ties and 
interests. Fel icity was not part icularly interested in the activity, and staff member had 
difficulty both giving her cues to do the puzzle and a l lowing her time to respond. This 
created high task demand in an activity with low attraction for the participant. Simi larly, 
one staff member' s fai lure to appreciate the meaning and productivity of a repetitive 
activity resulted in judging a particular behavior of Nel l ' s  as pointless, as seen in this 
comment: 
I asked her how Nell was today and she disparagingly said "Oh . . .  (pause) . . .  help 
me, help me", and she rolled her eyes, referring to comments Nel l  makes. I asked 
"where is she?" and she rep l i ed "in the dining room, counting things." 
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Nel l  would wheel hersel f  to her scat in the empty dining room between meals and 
• 
repeatedly count, adjust, and arrange her si lverware and place setting, at times for over 
thirty minutes. I n  fact, this was a self-initiated activity within which Nel l  often engaged, 
and it appeared to calm her anxiety, which she often expressed by repeating "oh, help 
me." 
For a l l  participants, behaviors that were labeled as "unproductive" or "negative" 
were often not understood as communicating a need or desire to engage in occupation. 
This label ing a participant ' s  behavior also tended to discount how a need was not being 
met i n  the current situation, and appeared to tri vial ize a person ' s  need for meaningful 
occupation . Behaviors labeled as unproductive were seen in partic ipants' withdrawing 
from engaging in activity. Examples included refusals to participate, as well as dozing or 
sleeping, and Grace, Mi ldred, Frank, Winnie and Theresa often demonstrated these 
actions in their daily routine. Behaviors such as moaning, yelling or singing at 
inappropriate times, as wel l  as wandering, rummaging and hoarding were labeled as 
di sruptive actions, and these behaviors were noted in Mi ldred, Al ice, Ne l l  and Fel icity. 
A range of engagement in occupation was observed, leading to categories in th is  
theme that included : spontaneous init iation of  occupations, modi fied occupational forms, 
visit ing as occupation, and vicarious engagement in occupations. These categories were 
conceptual ized along a continuum of engagement, as noted in Figure 2 .  Three categories 
(modified occupational forms, visiting as occupation, and vicarious occupations) 
i l lustrated characteristics of redefined occupation that appeared to support engagement 
and enhance wel l-being in participants in the study . 
Spontaneous 
Initiation 
Modif� 
Occupational 
Fonns 
Visiting As 
Occupation 
Vicarious 
Occupations 
ACTIVE ---------------------- SUPPOR TED-----------------p ASSI VE 
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Figure 2 .  Categories of Occupation 
The most active category, spontaneous init iation, was also observed, but to a 
l esser degree. At ti mes, spontaneous init iation was labeled as nonproductive activity by 
• 
others, as seen in Al ice 's  col lecting. As I observed Alice, i t  appeared that her 
engagement had some connection to earl ier l i fe occupations, in  that she raised a fami ly of  
ten chi ldren, and her col lecting often had a "cleaning up" energy attached to it. Nel l  also 
exhibited spontaneous init iation of occupations labeled as nonproductive, when seen 
looking out the window at the parking lot, counting cars and observing people coming 
and going and tending to her place setting in the dining room. 
For each participant, the experience of  dementia increased their vulnerabi l ity to 
social context and decreased, in varying degrees, their spontaneous initiation and 
planning of  both occupational and activity choices. Occupational choices are defined as 
choices to engage in  major l i fe projects, such as losing weight, whereas activity choices 
are smal ler, day-to-day choices, such as reading the paper ( K ielhofner, 2002) .  Only 
Grace made an occupational choice, which was taking on the care of a kitten. However, 
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each participant could be seen as making a major occupational choice in  that they chose 
to part ic ipate in  the study. Whi le only Grace completed her consent fOlln, the other 
seven partici pants each completed an Assent fOllll, and i n  their own ways, understood 
they were helping the researcher with a major project. Further, in bringing relationship to 
a c lose, each participant recognized that h is  or her direct engagement with the researcher 
was ending. This acknowledgement was demonstrated through parti cipants' tel l i ng her 
goodbye and expressing feelings such as gratitude and sadness. This a lso demonstrates 
the interrelatedness of the third theme: potency of the social environment. For this 
population in particular, decreased abil ity for spontaneous initiation of occupations 
increascs thc impact of the social env ironment, which is consistent with person-centered 
care constructs, and has cl in ical implications for staff training. 
V i sit ing and vicarious engagement in occupations i l lustrated the non-repeatable 
aspect of occupation, making each experience unique. The researcher defined visiting as 
time spent being together, often in conversation, sometimes with chunks of activity ( i .e . ,  
looking at photos), but always connected to the presence of each other. Most participants 
rel ied on the initiation and structure provided by the other person to maintain the visit ' s  
flow, and each was able to respond to these kinds of  supports. Vicarious engagement in 
occupations was defined as instances when a participant did not actively take part in a 
task or activ ity, but demonstrated interest in the activity and the other person 's  
engagement in it . Both visiting and vicarious occupations are dependent on being with 
others in a positive manner for meaningful engagement, again underscoring the potent 
effect of social environment on volition. 
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While al l  of study interactions with participants had a flavor of visit ing, for Grace, 
Winnie, Felicity, and Theresa, visiting was their most preferred occupation. This was 
particularly striking for Fel icity, who was typically avoided by staff because of the ways 
in which she chal lenged them interpersonally. Winnie's low vision created sign ificant 
chal lenges to engagement in  even modified fOlIl1S of occupation, but she clearly enjoyed 
having time to talk and remin isce during study visits. Her "script" for talking often 
repeated the same story and themes of being a teacher, and wondering about the time and 
weather. Several participants repeated the same stories and/or questions during study 
visi ts, and each apprcciated continuing the conversation in a way that did not redirect or 
dismiss these themes. 
Vicarious occupations were the least active in terms of engagement, but for 
M i ldred, Frank and Winnie, they offered access to occupation in an espec ial ly posi tive 
manner. Al l  part ic ipants exhibi ted instances in which they preferred some vicarious 
occupations, where they actively observed another person engaging in activity, and their 
attraction was to this pcrson ' s  experience of doing, rather than attempting the activity 
themselves. Vicarious engagement was particularly powerful for some participants 
when their observ ing was actively supported. For example, when an activity the 
researcher tried to engage a participant in  was refused several t imes, they often 
demonstrated interest in  watching her do the activity, and their interest and engagement 
were especially heightened when she would narrate what she was doing, and draw them 
in for opinions and input on her perfollnance. Demonstrated interest was often observed 
as increased visual attention or eye contact, facial expressions of curiosity, body language 
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such as leaning forward and verbal izations such as " I ' l l  watch you do it." For example, in 
a Phase Two session with Frank, i n  which he and the researcher were transplanting 
seedlings they had planted ten days previously: 
I moved the third pot over, and again asked h im to help me get the seedl ing out, 
and he repl ied "You do it" and I did. I held the seedl ing out to him and, as I made 
a hole in  the potting medium, I said "wi l l  you help me put it  in?" Frank said "oh 
yeah" but he did not move towards the seedl ing. 
He continued to watch the researcher with interest, however, as she completed the 
transplanting, then began to offer suggestions about the plants, consistent with h is  
experience of being an avid gardener in h is  retirement years. 
For each partici pant, vicarious occupations became meaningful ways to redefine 
• 
past interests in a new and acceptable manner that drew on past interest and ski l ls .  They 
provided an opportunity for these establ ished skil ls to be val idated, even though 
participants could not actively use ski l ls  as they had previously. Winnie, for example, 
who had been an elementary teacher and previously enjoyed decorating bul letin boards 
for her c lassroom. The activity Winnie was engaged in with the researcher was making 
flowers for the unit 's bulletin board: 
Winnie watched me work, and then as I was finishing cutting the flower out, I 
asked her "Which would you l i ke to do? Cut or trace the flowers?" [ looked at 
Winnie as I asked, and she shook her head, and said emphatically "Oh, [ can't do 
that . . .  1 can ' t  see wel l enough ." I nodded and said "Okay. But [ can show you a 
way to do it, using touch more, if you change your mind." Winnie gave me a 
silent nod, and then said, "I ' l l  watch." I said "That's fine. I ' l l  work on tracing 
some more out." Winnie looked around and sa id "I t 's  dark in here." I said "Yes, 
the l ighting isn't the best right here, i s  it? That makes it  harder to see, too." She 
nodded, and said "You're doing a good job" and [ repl ied "Thank you." [ began 
to trace again, completing three in  si lence in about a minute, and Winnie 
continued to watch me work. 
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Another aspect of Redefining Occupation that appeared in a l l  four categories was 
the role of the physical environment, which includes occupational fOlll1S that support 
engagement in occupations. Each participant had anchors in the physical environment 
that supported redefined occupation. For Grace, Felicity, and Theresa, this was the 
fami l iarity of the belongings and their arrangement i n  their rooms. Each of  these 
participants tended to avoid the main l iving room and group activities, and preferred 
being i n  their own rooms, usual ly  spending the maj ority of the day in their personal 
spaces. For Alice, Frank, Nel l  and Winnie, shared spaces were accessed much more 
frequently, and for Frank and Nel l ,  wcrc even prcferred over their rooms during waking 
hours. However, M i ldred had the Icast amount of adjustment and comfort with the 
congregate l iv ing environment, despite the presence of her husband, John. Every 
participant had furnished their rooms with their own furniture and belongings, and with 
the exception of Nell, had their own beds as wel l .  These personal objects and the ways in 
which fami l ies helped to recreate home in the new environment appeared to be subtle yet 
powerful  occupational fOlms that supported engagement in  occupations. 
Theme Three: Potency a/the Socia! Environment 
While the re lationship between soc ial context and volition is considered 
signi ficant for al l  people, dementia creates changes in the person 's  lived experience that 
h ighl ight the potency of this dynamic. Close observations of partic ipants in study 
necessari ly highl ighted the researcher's interactions with them, but for every participant, 
examples of  interactions with others (staff, and at times, family) occurred. The powerful 
impact of  a l l  types of interactions on vol itional behavior was pervasive across 
• • 
participants. Two broad categories clustered i n  this theme: recognition of volitional 
expression depends on others, and the role of others in personal causation and 
personhood. 
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Dementia creates decl ining and/or changing abi l ities in communication, initiation 
of activity, and processing environmental i nput, and these changes can alter typical 
volit ional patterns, creat ing a dependency on others to recognize the person's desires and 
acts of wi l l .  Noting the strong influence of the social environment i n  a l l  partic ipants led 
to the development of the category: recognition of volitional expression depends on 
others. Examples of this category fol low, including relationships to Theme One and 
Two. 
As discussed in Theme One, both verbal and behavioral expressions of volition in 
this popu lation can be very subtle, and at t imes, contradictory. Recognizing that a l l  
behavior is communication for persons with dementia is a chal lenge to all caregivers' 
ski l ls, particularly in  congregate living situations. The challenge l ies  in  noticing, 
interpreting, and responding appropriate ly to vol itional behaviors. With all participants, 
there were multiple examples of inconsistencies and mismatches between their verbal and 
behavioral expressions of preferences. One common example was participants' verbally 
refusing or expressing disintcrest in engaging in  meaningful activity multiple t imes 
before then trying to part icipate. Another was negatively responding to an opportunity 
to engagc in activity but demonstrating interest through behaviors, such as continued 
manipulation of objects or sustaining interaction. These examples highlight the ski l l  
caregivers need to see and feel the emot ional tone expressed by the person in add ition to 
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their contradictory or confusing behavior, in  order to recognize their desires and 
preferences. 
During the researcher's interactions with participants, particularly in Phase Two 
sessions, she experienced this chal lenge and the amount of attention, time and 
interpersonal ski l l  required to recognize and respond to participants' volitional behavior. 
In the time frame of the study, the researcher noted a continuum of responses in  staff 
members as they interacted with participants. There were many instances of an intuitive 
ability to i nterpret participants' preferences that led to an abil ity to respond effectively. 
An example i s  this exchange between a staff member (A)  and myself (Q), during the 
interview, discussing Nel l ' s  currcnt motivation: 
• 
Q. . . . .  you talked about having some, you know, concerns about, you know, 
how to help her when she gets upset and --
A.  Wel l ,  how I try to do i t  is  because I know that sometimes when she's upset I 
think she's st i l l  hungry. 
Q.  Okay. 
A.  And l ike I ' l l  go to get her ice cream or cookies, she lovcs cook ics. 
Q.  Y cah, she seems to l ike sweets a lot. 
A.  It  k ind of seems l ike it calms her down then. 
Q.  Uh-huh. 
A .  But I think she don't know how to tell us she's hungry sometimcs. 
However, the researcher witnessed staff members' lack of awareness and/or 
discomfort with responding to volit ional behavior, particu larly when participants' 
demonstrated inconsistency and incongruence between their verbalizations and their 
behaviors. In  this exchange between a staff member and Felic ity, the chal lenges of 
changing approaches is expcrienccd by the staff member: 
( Staff) wiggled the puzzle piecc in her hand, above its correct place on the puzzle, 
and said "Here, Fel icity, is this right? Docs it go here?" (S taff) bent over to look 
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at Felicity more, trying to engage her, to get Felicity to look at her. Felicity didn ' t  
respond right away, but was looking at the puzzle, then the piece ( staff) was 
holding. Within a few seconds, (staff) placed the piece where it belonged, and 
then picked up another piece. (Staff) repeated the same attempt to engage 
Feli city, saying "Does this one go here?" Felicity shrugged and slowly said " I  
don 't  know" and then ( staff) placed the piece correctly again.  (S taff) picked up 
another piece and handed the piece to her, trying to get Fel ici ty to take it in her 
hand. Felicity continued to sit with her hands elasped, looking at the piece, then 
looking at ( staff) . . . . Fe l ic ity continued to respond vaguely, passively watching as 
( staff) continued to use the same approach with each piece, trying to get Fel icity 
to either take the piece, or say whether or not i t  went in the spot. Twice Felicity 
pointed to the spot after (staff) started to place the piece in, and ( staff) didn't 
respond to these efforts from her. 
Another challenge for caregivers centered on differing assessments of what 
occupations were important and meaningful for the person. Interprctations of the 
expressions of interest, preferences, and desires of participants were also observed at 
times as paternal istic. For example, statements that emphasized "I know how they l ike 
it" and "this is how you a lways do it for them" h ighlighted i ssues of control and power 
differentials between the part icipant and caregiver. An example of this power 
di fferential, as well as a difference in approach between a staff member and the 
researcher, is seen in this exchange with Theresa, while she was eating in the din ing 
room: 
Within another minute, Theresa picked up the fork and ate the bite herself, 
chewing it with enjoyment. I set up another bite on her plate, and said to Theresa 
casual ly "How about another bite?" (Staff) was standing at the table to the left of 
Theresa, helping Frank eat, and as I asked Theresa if  she wanted another bite, 
( staff) sarcastically said to me "Never ask i f she wants it, she ' l l always say no." 
Alternately, there were repeatcd instances of staff members' surprise at ways the 
researcher was d iscovering to engage participants in occupations, and this surprise often 
seemed related to a lack of recognition of participants' volit ional behav ior, creating low 
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expectations. A frequent comment from staff was "I didn' t  know she could do that ."  
These also spoke ind irectly to activity choices that staff members made about what they 
felt comfortab le attempting with participants, as wel l  as what they may have avoided 
doing. The contrast in approaches may be related to my different and/or alternative use 
of social cues and prompts that focused on supporting volit ion. For example, prompts 
were used to support volition in an interaction with Winnie, as she and the researcher 
worked with a sensory stimulation k i t, which included many teaching-related items (e .g . , 
chalk, erasers, model ing clay, pictures of  classrooms). At this point, Winnie and the 
researcher had been exploring the i tems and talking about teaching for almost ten 
• 
mInutes: 
I picked up a deck of 3x5 inch letter flash cards from the sensory kit, opened the 
box, and held up a card with the letter "K" on it . Winnie took the card in  her right 
hand, and said "What is  this?" I repl ied "They're alphabet flash cards. See?" and 
I pointed at the letter. Winnie replied "N?" and I said  "No, it 's a K." Winnie 
picked up another card, with a "C" on it , and said "zero?" and I said "It 's  the 
letter C", and I placed my index finger under the letter on the card. Winnie 
looked at it, and said "Oh." I asked "Did you ever use flash cards l ike this, with 
your students?" Winnie paused and replied "Sometimes . . . . not always", and she 
folded her hands in her lap. Then I asked "What about other things, l ike songs, to 
help students learn and remember?" As I finished making asking this quest ion, 
(staff) came over to the tab le and sat down in the chair across from me, to 
Winnie's right. (Staff) smi led at me, and sat quietly, curiously watching Winnie, 
then asked me "how's she doing?" I nodded at ( staff), and went on talking with 
Winnie, asking "What about that singing verses, l ike that one about the months?" 
Winnie hesitated, then looked at me, and clearly recited, verbatim, "Thirty days 
hath September, Apri l, June, and November. Al l  the rest have thirty-one, except 
for February, with twenty-eight." (Staff) raised her eyebrows, and with genuine 
surprise, said "She's  pretty good, real ly .  She does remember." I smiled and 
nodded at ( staff), and Winnie glanced at (staff) as she spoke . . .  I then said to both 
of them "Yes, Winnie and I are having a good visit, talking about teaching. 
Winnie, what subjects did you teach? Reading, writing, and arithmetic?" Winnie 
nodded, and said "yes, I taught a l l  those, and other things too ." I nodded, smi led, 
looked directly at her, and said "That's right, at third grade levcl, you had to teach 
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everything, l ike hi story and science, too, correct?" Winnie smiled at me and said 
"That 's  right." 
Perhaps the most striking social influence was observed in recognizing the 
interaction between preferences and a participant 's purposeful, meaningful engagement 
in activity. During several Phase Two sessions, as the researcher used modified 
occupational fOlll1S to faci l itate increased participant engagement, staff members' 
reactions to these attempts, which ranged from surprise to disapproval, underscored the 
differences in how each party recognized and experienced the vol it ion of a participant. 
An example that occurred with three different participants related to playing cards 
using modified approaches with typical materials ( i . e . ,  a regular deck of cards). I n  each 
situation, staff members' primary response was not exci tement that " the participant had 
engaged in an activity and exhibited pleasure as a result, but either pity or dismissal (or 
both ) that the participant couldn' t  play "correctly." These responses seemed to 
communicate a trivial ization of part icipants' participation in meaningful occupation. 
While it  i s  commonly promoted in dementia caregiver training that meaningful activity i s  
dcfined as purposcful for the do-er, most people have a d ifficult time supporting this 
concept when pcrformance does not have face val idity ( i .e . ,  the activity or task i s  not 
being donc accurately or to thcir personal standards). The challcnge of removing 
judgment about performance and difference in occupational forms can be a definite 
barrier to acknowledging and supporting vol itional behavior. 
As d iscussed in Theme Two, the potency of social environment on volit ion was 
also evident in v isit ing and vicarious occupations, as each is dependent on being with 
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others in a positive manner. V i siting was a strong current occupation for Felicity, and 
was reinforced in the relationship she had with her sitter, with whom she spent three 
evenings a week. A discussion with the sitter about how she interacted with Felicity 
i l lustrates the sitter 's  recognition that volit ional expression was connected with her ski l l s  
in anticipating Felicity's preferences and needs, and that this promoted the occupation of 
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vIsIt ing: 
We began to talk about Felicity, sitter init iated by saying "Yes, she 's so pleasant 
to work with. I real ly enjoy her." I nodded and said "That's good. She was 
talking about a trip today, thinking I was coming to talk with her about a trip ."  
Sitter smi led and laughed, and said knowingly, "Trip talk . . .  oh yes. She does that. 
Sometimes she thinks we're on a trip, that we're in  a hote l .  Staying in a hotel .  
And she ' l l  say (changing voice to a higher tone) 'This i s  the worst trip I ' ve ever 
been on. I don 't think I ' l l  go on another trip .  Like thi s. ' And then she gets 
worried about how she wi l l  pay for the room, and the food, and she ' l l  say things 
l ike ' I  don't  have any money' and get a l l  worried and everything. I just tel l her 
the trip i s  paid for, the room's  a l l  taken care of, meals are paid for, and that seems 
to work. She gets less worried then." I l i stened attentively, nodding and saying 
'mmhmm' ,  as s i tter told this anecdote, and then I said "That ' s  great. How you 
help her to stop worrying about the money. I ' m  sure you 're a big help to her." 
Sitter looked at me and replied "Oh, I don 't know. I hope so. I try. You just 
have to go along wi th her. That works best." I nodded, and agreed, saying "yes, a 
lot of times that ' s  best. I t  can help lower the anxiety, the worry sometimes, to go 
along with where they 're at." Sitter nodded and said "Yes, I think so. I just do 
my best ."  
A major rol e  of  the social environment appears to be shaping opportuni ties for 
engagement in occupat ion. There were multiple examples, at various levels, of the 
influence of the social environment in either affording or pressing a participant' s  
engagement. Frank was very jocular, and most staff recognized and val ued his 
preference for interacting in a joking manner. They afforded him opportunit ies to engage 
in slllal l chunks of activity by repeatedly enacting the sallle l ines of h i s  joke, which 
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consi sted of  h is  yel l i ng out boisterously "Hey, how ya doin '?" Another example of the 
social environment affording opportunities for occupation was seen in how the activity 
director structured the day's  activities. There was typical ly only one structured group 
daily: morning devotions, fol lowed by exercises done to an audio recording. Other 
activities of  the day then involved individuals, dyads, or small groups of three or four, 
and included manicures, cooking or making decorations for the bul let in boards. This 
approach provided both consistency and individualization, and created opportun ities for 
occupation w ith those individuals who sought out structure for their dai ly routine. 
Presses created by the socia l  environment included many types of responses by 
others towards participants. One common example was scen when verbal directions 
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were not understood, and created the parti cipant's withdrawal from an interaction or 
activity. The researcher experienced this with Nell when she had a cold and the clarity 
of her speech was much more difficult for Nell to understand as thcy worked on a craft 
project together. Negative experiences were also noted across al l  participants due to 
soc ial factors that resulted in lack of support for engagement in occupation, the inabi l i ty 
of others to fac i l i tate a "just right challenge" for a person, or both. Oncc, thc researcher 
was engaged in playing cards with Winnie, and a staff member's response to Ne l l ' s  
request for someth ing to do was to bring her over to the l iv ing room where Winnie and 
the researcher were sitting: 
Staff wheeled Nell over to sit near us, parking her at an angle to me. Nell was 
upset and asking "Well, what am I supposed to do?" Staff said "you can sit here" 
and turned and walked away. Nel l  asked the question again, towards the staff 
member as she walked away. 
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Nell responded with displeasure and apprehension, becoming more anxious for several 
minutes, unti I she finally dozed off after the researcher tried to reassure her. Whi Ie the 
staff member appeared to be trying to respond to Nel l ' s  request, her lack of 
acknowledgement of Nel l ' s  feel ings i llustrated a mismatch between her approach and 
Nel l ' s  needs. 
Part ic ipants demonstrated myriad chal lenges in their performance capacities that 
had a significant impact on their current abi lities to create occupat ion in their l ives. The 
congregate l iving situation, and the social environment found in this setting, was a major 
influence on the habits and routines that support occupation and creatc a scnsc of self­
efficacy and comfort. Compared to their previous l iving situation, al l  part icipants 
experienced changes i n  their daily routine, often in the fOJ rn of restrictions in their 
choices and/or opportuni ties for engagement in preferred occupations. Changes in daily 
routines included mealtimes, options and opportunities for engaging in val ued daily 
occupations (reading the paper, watching the news, having quiet time alone, walking the 
dog, "tinkering" or fixing things), and access to fami ly and friends. These smal l  but 
important occupations have been referred to as "daily pleasures" by Edcn Al ternative 
proponents (Hannan, 200 I ) . However, each participant also demonstrated examples of 
redefining these "daily pleasures". More importantly, for each person, at least one of 
thcsc activit ies was acknowledged by staff members as valued and important. Examples 
included: sitting in the dining room alone before or after a meal (Grace, Frank, Winnie), 
drinking a cup of coffee (Grace, Al ice, Winnie), sleeping according to personally 
preferred times versus unit schedule (Mi ldred, Fel icity, Winnie), sitting at a window and 
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watching the activity in the parking lot (Nel l ), and being seated in a favorite seat or 
location ( Frank, Theresa) .  These examples i l lustrate the dependence each participant had 
on another person' s  understanding of their preferences in order to engage in the activity. 
Staff members' recognition of these preferences was also associated with the ways in 
which they al lowed and supported these redefined occupations. 
The second category in the third theme, the role of others in personal causation 
and personhood, is  i l lustrated in several of the examples already mentioned, but it i s  
directed at the dynamic between a person's  vol itional behavior, their engagement in  their 
world, and the support they do or do not receive from the social environment. The 
significant impact of social interactions and their very subtle and interwoven nature in 
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relationships o ften makes them hidden, yet extremely powerful .  [n the study, the 
primary findings about the potency of the social environment were derived from the 
researcher 's relationships with partic ipants and the role she played in el iciting, fac i l itating 
and supporting vol itional behavior. Whi le the researcher did not explicit ly examine staff 
members' behaviors, many powerful examples occurred during study observations that 
highl ighted the participants' volitional responses to others' behaviors and styles of 
interacting with them. One of these i nvolved a staff member and the researcher, 
interacting with Nel l  at the end of a party. The col laborative approach taken to decrease 
Ne l l ' s  i l l-being i s  i l lustrated in the next passage, as i s  the usc of occupation to promote 
wel l-being. Nel l  had eaten a cookie with marshmallows, which created worry about her 
tooth. Three di fferent staff members had already checked her mouth, and no problem 
was evident : 
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As  I continued to clean the table, Nell began to pick at her teeth again, and said 
"there' s  something stuck, I can ' t  get i t  out ." [ said "how about some water? 
Would that help?" Nel l shook her head and said " I t ' s  stuck, in my teeth, see . . .  " 
and she bared her teeth to me. [ looked at her mouth, and couldn't see any food 
partic les stuck, and offered Nel l  a glass of water again .  Nel l  shook her head and 
said "I ' l l  have to get it out" and continued to pick at her teeth. I finished c learing 
off the table, and (staff) returned, and pul led the green tablecloth off, returning the 
basket of  b lue silk flowers to the center of the tab le .  Nel l  looked up at (staff) and 
said fretfu l ly, "It' s stuck and I can ' t  get it", pointing to her teeth. (Staff) said "I 
think i t ' s  okay, I don't  see anything." Nell  shook her head and continued to pick 
at her teeth. I went into the dining room and got a glass of water, and brought it 
back to Nel l ,  placing it on the table in front of her. As  I was coming back, (staff) 
came out of the activity storage room with a smal l stack of 8 Y2 x I I  white paper 
that had been photocopied with a bold outl ine of  a shamrock on each page. 
(Staff) was also carrying a pack of ' Mr. Sketchy' markers (brightly colored, 
scented, large markers). ( Staff) p laced the paper stack and the markers in the 
center of the table, then moved one sheet in front of Nel l .  (Staff) took out a green 
marker that smel led l ike mint and laid the marker in front of Nell as wel l .  Nel l  
picked up the paper, distracted from her worries about her teeth, and said to ( staff) 
"You want me to cut thi s?" ( staff) replied "No, let 's color it." Nel l  nodded her 
head, and ( staff) uncapped the marker and handed i t  to her. Nell took the marker 
in her right hand, and began to color on the shamrock, working methodical ly on 
the upper right curved edge of the shamrock, moving the marker back and forth 
inside this l ine, enlarging the outline. She asked (staff) "Is this right?" a fter 
work ing on the same spot about a minute. (Staff) responded "yes, that ' s  fine, 
you ' re doing a good job, NeI l ."  I sat with Nel l  quietly for a moment, and 
continued to color in the upper right part of the shamrock, expanding the area a 
l i t t le more as shc worked, carefully moving the marker and fil l ing in the color. 
She began to relax, and became more calm, absorbed in her work. 
Others' responses to volit ional behavior affecting participants' personal causation 
were observed as a continuum from active acknowledgement to ignoring a participant ' s  
expression of preferences, desires and interests. Responding to volition assumes some 
level of recognition that the person was expressing a preference. Responding behav iors 
were observed in varying levels of effectiveness, with some ineffective responses. For 
example, it was noted several times that a staff member recognized the need to support 
motivation to eat with Theresa, but used a very paternal istic approach, telling Theresa she 
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"had to eat", and punctuating this comment with pushing the spoon into her mouth. I t  
appeared that when others' seemed to recognize their volition, part ic ipants' sense of 
competence was enhanced. This belief in ab i l i ty was observed in behaviors such as 
wi l l ingness to try engaging in activity, continued engagement in activity, and/or verbal 
and non-verbal expressions of pleasure and comfort during the interaction or activity.  
A lternately, when voli tional behavior, particularly expressions of preference, were not 
recognized, partic ipants often withdrew, ceased their efforts to engage, or resisted the 
interaction, creating i l l-being in the participant in the form of frustration and/or anxiety. 
An example of M i ldred 's  irritation in response to lack of acknowledgment of her 
and her husband i s  seen in this interaction with a staff member: 
M i ldred sat watching John as he ate his  meal after she finished hers. (Stafl) came 
over to the table and placed a terrycloth clothes protector John and a towel across 
h is  lap. M i ldred looked at (staff) wari ly, and then said "wel l ,  i f  he needs it" and 
then "oh shit". M i ldred and John exchanged what appeared to be an irritated 
glance after Mi ldred made her comment. (Staff) did not verbally intcract with 
either M i ldred or John during placement of covering, and she walked away as 
M i ldred spoke. 
M i ldred's  swearing increased and within a few minutes, she stood up and l eft the dining 
room. I n  anothcr example that occurred during a d ifferent meal, M i ldred also 
demonstrated a sense of indignation when a staff member abruptly approached John and 
began to feed him without asking if he needed assistance, and while talking to another 
staff member. M ildred glared at the staff member, then looked at John and clearly stated 
with exasperation "They don 't know."  This strengthened the connection between 
Mi ldred and John, as they then exchanged a knowing smile. 
The influence of the responses of others on personal causation was largely 
behavioral on the part of the participants, and related to expressions and/or 
demonstrations of i l l-being or well-being. I n  this example the researcher attempted to 
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validate a prior interest and ski l l ,  and promote a sense of  capaci ty during an interaction 
with Frank, where she read a short story Frank had written : 
Frank looked at i t  as I set i t  down and simultaneously reached for the packet, 
picked i t  up, examined it  for a few moments, carefully scanning the words on the 
front page, which were the t i t le of h is  book, with his  name below. After few 
moments, I asked him "What do you think of that?" as I ran my finger under the 
words of  the t i t le and simul taneously read them out loud. A flicker of recognition 
crossed h i s  face as I read the words, then passed. I pointed to the bottom of  the 
page, where his name was, and asked him "Can you read that? I t ' s  the name of 
the person who wrote these stories." Frank studied the name as I held my finger 
under i t ,  scanning back and forth several t imes, and I read it aloud, saying his 
nickname (which was used) and h i s  last name. As I said h is last name, he 
i mmediately corrected my pronunciation as I said i t  using a long 'e' sound, 
instead of  an 'eh' sound, which i s  correct. He looked at me and chuckled as I 
apologized for the mispronunciat ion, and said kindly "that ' s  alright" and smi led at 
me. Then I said to him "You wrote these stories . . .  they 're the ones you wrote ." 
He beamed with pride and said "Oh yeah, I did", and smi led again. I said to h im 
"Can I read you one? I l ike 'The Whopper." H e  repl ied "Wcl l .  . .  alright", 
somewhat modestly. He continued to hold the packet, and let me unc l ip i t .  As he 
held i t ,  I fl ipped through the pages, to locate the story. I pul led out the single 
page that had the first pages of the story (2  pages fi t  on 8x I I  page), and he let me 
hold i t ,  keeping his grip on the rest of the packet. I began reading the story, and 
he l i stened attentively as I read, and appeared to be thinking about the words as I 
spoke. He smi led at several spots (appropriate to the story), and then broke into 
laughter as I reached the part of the story that talked about ' frog latin' , and smi led 
at me as I laughed with him and commented "I l ike that part of the story too." 
Frank kept smi l ing as I moved on from this part of the story. I reached over for 
the next pages, which he let me take flom the packet, and continued reading. The 
short story took about ten minutes for me to read aloud, and he l istened 
attentively, looking at the pages I held up from each sect ion as I rcad aloud. 
When I fi nished, he nodded at me, and I said "That was really good . . . 1 l iked what 
you wrote." Frank looked at me with confusion and said "no I didn' t", and I 
nodded back and said "Wel l i t  was a good story." Frank said "Oh yeah, i t  was 
good", looking reflective. 
• 
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I t  appears that the influence of others on personal causation encompasses ski l l s  of 
recognit ion, and moves them into the level of interaction and relationsh ip  sk i l l s . Person­
centered care advocates the use of authentic relationships to validate personhood. 
Clearly, the social environment ' s  influence on personal causation, along the continuum of 
positive to negative, affects this val idation process. 
The pervasive impact of the social environment on volition emerged as data 
making continued. Therefore, the fourth research question was reframed to capture this 
significance, from "What i s  the relationship of volit ion and the engagement in daily 
occupations for persons with moderate dementia?" to "What is the re lationship of the 
social  environment to volition and the engagement in daily occupations for persons with 
moderate dementia?" Each part ic ipant 's  narrative i l lustrated the power of the social 
environment, generating more questions and issues with c l in ical and training 
impl ications. These implications centered on two main points: I )  othcrs' abi l ity to name 
and frame volition in persons with moderate dementia residing in a congregate l iving 
situation, and 2 )  others' ab i l it ies to respond effectively to volitional expressions, facil itate 
emergence of  volition and support personal causation for engagement in occupations. 
Translating Participants' Lived Experience:  E lucidating the Phenomenon 
Thematic analysis in this study attempted to elucidate the phenomenon of volit ion 
and the participants' experience of vol ition. In addit ion to analyzing the study data, the 
researcher examined both l iterary and etymological sources in order to further explore the 
nature of the phenomenon, as recommended by van Manen ( 1 990 ). Van Manen ( 1 990) 
notes that words become imbued with different mcanings over time and through di fferent 
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uses, and encourages reflection on the etymology of words that are used to express the 
phenomenon being studied. This process further guided the interpretation of volition and 
identifi cation of the major themes. 
Etymological analysis included exploring the definjtions and origins of the 
fol lowing key words related to the three themes: volition (Theme One), visiting and 
vicarious (Theme Two), and social (Theme Three). This process occurred whi Ie 
generating and analyzing data. As these four words were used by the researcher in 
writing and analysis, each word 's meaning and origins were examined and written about 
in  the reflective journal. 
Early in the study, the researcher noted that 'volit ion' is  defined as "the act of 
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exercising the wi l l" (Enearta World English Dictionary, 1 999) . The root of volition is  
French : vol (stem ve//e- meaning "to wi l l ,  wish"), and -ilion (as in posilio, meaning 
"position"), l i teral ly to position one 's  wil l  ( Merriam-Webster, 1 976). As the researcher 
reflected on this definition in relationship to vol ition in the Model of Human Occupation 
( Kielhofner, 2002), she was struck by the sense of involvement and action felt from the 
dictionary definition ( to position one ' s  wi l l ) .  The operational definition of vol ition is  
"pattern of thoughts and feel ings about onesel f as an actor in one' s  world which occur as 
one anticipates, chooses, experiences, and interprets what one docs" ( Kiclhofner, p. 59), 
which infers a dynamic interaction between internal processes and outward actions. As 
the study proceeded to generate data, the researcher continued to reflect on the dialectic 
that exists between the internal processes related to one's wil l  and how these processes 
are inferred through one 's  external acti ons or behaviors. This dialectic became the focus 
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of observations and analysis as the researcher engaged in  interpretation of part icipants' 
experience, as reflected through writing. The tension between these internal processes 
and external behaviors is also i l lustrated in the discussion of  the three themes. 
The etymology of the words ' vi si t ing' and 'v icarious' was explored as they began 
to be consistently used as labels in  observations and joumaling. When used as a verb, 
' visit' i s  defined as "to go to see and spend time with somebody, especially as an act of 
affection or friendship" (Encarta World English Dictionary, 1 999). "Visit" derives from 
the Latin root visere, meaning "to go to see" (Merriam-Webster, 1 976). Archaic 
meanings of 'visi t '  include "to inflict something unpleasant, such as punishment or 
vengeance on somebody" (Encarta World English Dictionary). The archaic meaning 
underscored the influence of another in the act of visiting, in which the outcome i s  
dependent on the interactions between individuals. This interdependence resonates with 
the third theme of  social potency, and the potential variab i l ity of the outcomes in the act 
of visiting. 
Vicarious is defined as "experienced through another person rather than at first 
hand, by using sympathy or the power of imagination" ( Encarta World Engl i sh 
Dictionary, 1 999), and derives from the Latin root vicis, meaning change (Merriam­
Webster, 1 976) .  As explored in Theme Two, Redefining Meaningful  Occupation, the 
roots and meaning derived from v icarious are quite congruent with the vicarious 
occupations experienced by study participants. Whi le the common meaning of vicarious 
impl ies passivity, the definition suggests that the active use of  imagination, an internal 
process, i s  required. A fter reflecting on the term in wri ting and discussion, the researcher 
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intentionally chose the word 'v icarious' to describe the particular types of redefined 
occupations that participants experienced when they were engaged with someone else 's  
doing. "Vicarious" captured the internal effort that participants were exerting these 
redefined occupations. 
Final ly, given its strength as a descriptor of the environment in Theme Three, the 
researcher reflected on meanings of the word ' social ' ,  which derives from the Latin root 
socius, meaning companion, ally, or associate (Merriam-Webster, 1 976) .  The dcfinition 
of "social" that is most congruent with the phenomenon of volition is "relating to the way 
people in  groups behave and interact" (Encarta World Engl ish Dictionary, 1 999). This  
reflects the range of possible behaviors, supportive or not, that othcrs may exhibit during 
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interactions. As seen in part ic ipants' experiences, social interactions vary and have an 
i mpact on volit ion. 
Reflecting on artistic sources such as l i terature, fi lms and art, prov ides another 
opportunity to experience the essence of a phenomenon. Phenomenological reflection on 
artistic sources examines how the essence of the phenomcnon resonatcs with the thematic 
analysis. The film "Iris" ( Fox & Eyre, 200 1 )  was viewcd by the researcher to further 
examine the volit ional themes identi fied in this study. 
The film portrays the relationship between novel ist Iris  Murdoch and her 
husband, John Bayley. Murdoch was diagnosed with Alzheimer di sease late in l ife, and 
the story alternates between flashbacks of experiences earlier in her l i fe, and l iving at 
home wi th John as the disease progresses. While cognitive decl ine is i l l ustrated 
throughout the fi lm, there are moments that capture aspects of her volit ion. The 
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flashbacks provide insight into her values, interests and personal causation, and seeing 
these reflections contrasted with her current experience al lowed g l impses of volition to be 
uncovered. Ir is was a confident, vibrant, inte l l igent novel ist who valued education, 
freedom, and love. She had articulated her values in her books, plays, and speeches, and 
examples of her work were interspersed throughout the film.  Murdoch was an 
accomplished writer and speaker, and gradual ly, her cognitive losses dramatically 
affected these occupations. 
She experienced changes in vol i t ional behavior in that her verbal communication 
decreased, with less expression of her preferences, as did her initiation of occupations. 
Several scenes demonstratc how the social environment supported modified occupational 
fOIlI1S. For example, John encouraged engagcment in previous interests, such as writing 
and swimming, as a means to help her "keep at it." He spoke of the need to "learn her 
language or the l ights wil l  go out", reflccting the importance of undcrstanding her 
perspective. He val idated her identity as a writer by reading to her and encouraging her 
to try to write. She had always handwritten hcr work, and he provided her with a 
notebook and pcn to encourage her. Howcvcr, John often focused on trying to help her 
maintain previous skil ls, and he appeared to find it chal lenging to accept ways she was 
attempting to rcdcfine meaning in her occupations. 
Iris  spokc of hcr attraction to stoncs, and stoncs wcre uscd metaphorical ly 
throughout the fi lm. In one of John's  attempts to keep her wri t ing, they vi sitcd an old 
friend at the beach. He set her up to writc, as shc had donc for ycars, with her notebook 
and pen. Instead of writ ing with thc pcn, Iris uscd stoncs to construct a diffcrcnt fOlIl1 of 
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expression, methodically tearing out pages, laying them down, then placing a stone on the 
page. She appeared to be recreating the writing process, as the placement of paper and 
stones seemed to reflect the ordering of ideas and words. Given her considerable talents 
as a writer, John had difficulty seeing this activity as having meaning for her. This scene 
however, powerful ly reflected how Ir is attempted to redefine occupation. 
The potency of the social environment was also reflected in the primacy of John 
and I ris' relationsh ip. Iris increasingly depended on John 's  emotional support as she 
became more fearful, and this reflected her beliefs about love and relationships. Despite 
his frustrations with seeing her decl ine, he expressed his love, and his caring approach 
was usual ly a comfort to hcr. Whi le her time in a congregate living situation is  only 
briefly portrayed at the end of the fi l m, as she dances in the hal lway alone, there is  some 
sense that she adjusts and experiences a different sense of  freedom in the new structured 
• 
envIronment. 
Al though I ris 's  experiences take place in a different context, the fi lm candidly 
i l lustrates the chal lenges and losses associated with A lzheimer disease and reflccts the 
very subtle ways that volition i s  expressed. Iri s ' s  subtle, and at times contradictory, 
expressions of vol ition resonated with the study part ic ipants' experiences, as did her 
attempts to redefine occupation. The impact of the social cnvironment was different for 
Iris than for thc participants, as I ris' rclationships with fOI mal caregivers were not 
portrayed. The diffcrences bctwccn family and formal carcgivcrs' effcct on vol i t ion was 
not cxplored in this study, so generalizations about this thcmc as portrayed in the fi lm are 
not possible. 
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Summary 
Three major themes emerged, and there was dynamic interaction between them. 
Variation in volitional expression in the areas of interests, values and personal causation 
was the first theme. The second was redefining meaningful occupation, which was 
reflected in four categories. Theme three, potency of the soc ial environment, highlighted 
the pervasive influence of other people on vol ition for persons with moderate dementia in  
a congregate l iving setting. 
For study participants, voli tion was demonstrated verbal ly and behavioral ly. 
Vol i t ional behaviors were more frequent than verbal izations about preferences, and both 
were often subtle, and at t imes, contradictory. A pattern of verbal izing preferences 
regarding what the person was not attracted was seen across participants. Detellnining 
occupations that the person was attracted to required knowledge about past interests, but 
continuity of interests was variable. All part ic ipants exhibited a level of redefining 
meaningfu l  occupations to better fit their current abi l it ies and preferences. Participants' 
volition was sensitive to the social context, particularly with regard to others' sk i l l  level 
in recognizing and responding to volitional behav ior. Communication vulnerabi li ties of 
partic ipants highl ighted the significance of the social environment. Whi le volitional 
expression varied, each participant 's  l ived experience of volition i l lustrated the dynamic 
interaction between the environment and the person. 
CHAPTER S EVEN:  DISCUSSION 
Context of  Findings in  the L iterature 
The three major themes that emerged during the study were examined i n  relation 
to l iterature pub l i shed between the study' s  proposal and completion. The theoretical and 
cl inical implications di scussed here are derived from these themes, and center on the 
sign ificance of the social environment in understanding vol ition and its relationship to 
occupation for persons with moderate dementia. While there i s  no spec i fic research on 
volition for this population, several studies address ing occupation and dementia have 
been publ ished ( Hasselkus & Murray, 2007; Persson & Zingmark, 2006; Ohman & 
Nygard, 2005) .  
Hasselkus and Murray (2007) completed quali tative interviews with 33 
community-dwel l ing caregivers of persons with dementia. Their findings support the 
important role of  everyday occupat ion in the wel l-being of both caregivers and care 
receivers (Hasselkus & Murray). In  a simi lar vein, the experiences of spouses of persons 
with dementia were explored in a phenomenological study that revealed the complexity 
and at times, conflicting roles of everyday occupations in their situation (Persson & 
Zingmark, 2006). Engagement in  daily occupations was expl ored in a qual itative study 
by Ohman and Nygard (2005), who described meanings and motives related to everyday 
occupations for s ix community-dwel l ing participants with early Alzheimer di sease. 
However, none of  these studies examined the perspect ive of persons with moderate 
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dementia and/or in congregate l iving situations, nor volit ion and its role in supporting 
engagement in  occupations. 
Several research reviews on person-centered approaches to dementia care have 
been published (Touhy, 2004; Dewing, 2004). In  addition, two qualitative studies were 
conducted in  the United Kingdom concerning ways to improve dementia care 
(Ashburner, Meyer, Johnson, & Smith, 2004; Train, Nurock, Manela, Kitchen, & 
L ivingston, 2005) .  These publications address the importance of the social environment 
in  person-centered care, which resonates with the theme of the potency of social 
environment found in this study. 
Research that addresses training and staff development using person-centered care 
• 
approaches in the United States has been publ ished by Project RELATE ( Research and 
Education for Living with Alzheimer's and Related Disorders: Therapeutic Eldereare; 
Kemeny, Boettcher, DeShon, & Stevens, 2006; Boettcher, Kemeny, DeShon, & Stevens, 
2004 ; Kemeny, Boettcher, DeShon & Stevens, 2004) This l iterature includes ways for 
staff to support engagement in activities. A focus on cu lture change, consistent with 
person-centered care, is also found in the work of Cohen-Mansfield and Bester (2006), 
and Tel l is-Nyack (2007), which emphasize the importance of creating a care environment 
that values caregivers as well as persons with dementia. 
Final ly, Sabat, Napol i tano, and Fath 's  (2004) continuation of research on the 
impact of mal ignant social psychology and personhood addresses the concept of 
mal ignant positioning, which has relevance to the impact of the social environment on 
volition. Positioning (Sabat, Napol itano, & Fath) refers to the ways in which interactions 
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are perceived as social  acts. Malignant positioning, then, occurs when a person's  
behavior i s  explained "in terms that emphasize the person' s  negative qualit ies" ( 2004, p .  
1 77) .  For example, a caregiver may state that a person with A D  has no memory, and then 
become frustrated with the person's constant asking about when an expected visitor is  
coming. In  this example, the caregiver negatively positions the person with AD as 
having no abi l i ty to recall information, which then influences the caregiver' s  lack of 
acknowledgment that the person i s  able to recall some relevant information ( i .e . ,  a visitor 
i s  indeed coming). This study is  relevant to the questions raised i n  this study concerning 
the impact of othcrs' perceptions of low motivation, or volition,  in  persons with moderate 
dementia. 
Theoretical Implications 
Volition 
The construct of vol ition is dynamic and dependent on the social environment 
(Kielhofner, 2002).  The li ved experience of vol ition for participants in this study 
highlighted the complexity and depth of this relationship. I t  appears that the relationship 
between past interests and preferences and current volit ion for daily occupations ( i .e . ,  
volitional continuity) is  sensitive to many intrinsic and extrinsic factors. Participants 
i l lustrated the interactive, changing nature of  volitional continuity, and their experiences 
underscored the need for a hol istic, rather than a l inear, understanding and assessment of 
volit ion. While a chronological examination of past interests, preferences, personal 
causation and values certainly infollns an assessment of volition for this population, 
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caution i s  needed when applying knowledge of past interests to attempts to identi fy 
current interests that support engagement in  activities. 
Vol i t ion i s  framed using a developmental continuum consisting of three phases: 
exploration, competency and achievement. Lower levels of volition are exhibited in the 
exploration phase, and the highest levels are seen in achievement. Volition can be 
cl inically operationalized using the Remotivation Process (de las Heras, L lerena & 
Kielhofner, 2003), which provides guidelines to increase vol ition with a wide variety of 
populations, including individuals  with dementia. Although a developmental continuum 
is acknowledged, the Remotivation Process stresses the importance of understanding the 
individua l ' s  micro and macro rcal i ties . Micro realities refer to the "client 's  perception of 
• 
past and present involvement in occupations; hislher experience of physical and cognitive 
capacities and environmental opportunit ies and conditions; hislher experience of  social 
and physical aspects of the cnvironment; h is/her sense of capabi l ity for future 
involvement" (de las Heras, Llerena & Kielhofner, 2003,  p .  39) .  Macro real it ies involve 
factors external to the person, i ncluding contextual aspects of the physical and social 
environment (de las Heras, Llerena & Kielhofner, 2003 ).  
The l ived experiences of part ic ipants' volition are consistent with the concept of 
micro real it ies.  Participants' experiences revealed micro real i ties that were less 
congruent with the developmental conti nuum of volition. Desp ite signi ficant cognitive 
impairments, the current narrat ives of  many participants reflected volition consistent with 
the competency phase, rather than the lower exploration phase. A positive sense of 
efficacy was often present in part ic ipants' experience of  their world, despite others' view 
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of low motivation for occupations. For instance, Al ice had a strong sense of her own 
effectiveness and frequently initiated col lecting, an occupation that had meaning to her. 
However, this activity was inconsistent with staff expectations for acceptable behavior, 
h ighl ighting how the macro realit ies, or contextual factors, may be very d ifferent than the 
person ' s  micro real i ties. Challenges in negotiating th is  type of inconsistency underscore 
the importance of applying the Remotivation Process for this population with care. A l l  
participants reached the highest developmental phases of the volitional process prior to 
experiencing the cognit ive impaillnents associated with dementia. Recognition of prior 
volit ional strengths can help acknowledge behaviors that are indicative of h igher levels of 
current vol it ion. 
Occupation 
The findings related to redefining meaningful occupations have theoretical 
relevance to understanding the changes in occupational narrative that are part of the lived 
experience of dementia. They may also contribute to increased refinement of Kitwood' s  
conceptual ization of occupation as a core psychological need for persons with dementia. 
This redefinit ion of meaning, particularly on the more passive end of the continuum 
(F igure 2 )  (e .g . ,  visiting and vicarious occupations) suggests that occupation is  
experienced differently for this population. While participants often experienced 
increased wel l-being when engaged in supported and passive occupations (modified 
forms, vis iting, and vicarious occupations), this experience was not consistently observed 
and supported by others. The impact of others' views of the purpose and meaning of 
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redefined occupations i s  an important aspect of how persons with dementia are supported 
or not in the process of redefining occupations. 
Person-Centered Care 
The potency of  the social environment 's  impact on vol it ion emphasized the 
significance of relationships, a core construct of person-centered care (Brooker, 2007; 
Kitwood, 1 997;  Keane & Shoesmith, 2005;  Bel l  & Troxel ,  2004) .  While person-centered 
care represents an important approach to creating a new culture of care for persons with 
dementia, l i ttle research has addressed i ts conceptual underpinn ings (Brooker, 2007; 
Dewing, 2004) .  The pervasive impact of the social environment, along with the 
variabi l ity of vol itional expression present in this sample, indicates the importance of 
• 
further examining Ki twood' s  core psychological needs ( 1 997),  particularly inclusion, 
attachment, and com fort, and the ways in which these concepts relate to caregivers' 
abi l ity to recognizc and respond to volitional behavior. 
Cl inical Implications 
The study findings suggest that for persons with moderate dementia, the 
expression of vol i tion i s  highly dependent upon the ski l l s  of caregivers to recognize 
subtle, and at times, countcrintuitive, behavioral expressions of volit ion. The 
significance of  the social environment was highlighted repeatedly with a l l  participants. 
Additionally, the role of others, particularly caregivers, in  val idating personhood and 
personal causation, was observed as an essential support for volit ion in a l l  participants. 
While a moderate l evel  of volitional continu ity was observed, participants were often 
engaged in a process of finding new meaning in occupations, and this process was highly 
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influenced, positively and negatively, by the social envi ronment. Participants' 
expressions of  interests and values were often subtle and usually behavioral, creating 
chal lenges for caregivers' interpretations of mot ivation for occupations. Whi le 
participants often had difficulty expressing what occupations they were attracted to, 
almost a l l  retained the abi l i ty to express, either verbal ly or behaviorally, their preferences 
for non-attractive occupations. 
Part icipants' vol ition was sensitive to the social  context, particularly with regard 
to others' ski l l  level in recognizing and responding to vol itional behavior. P artic ipants' 
communication vulnerabil it ies highl ighted the significance of the social environment, and 
participants l ived experience of vol ition i l lustrated the dynamic interaction between the 
environment and the person, highl ighting its critical importance in congregate l iv ing 
• 
settmgs. 
Occupational Therapy Practice 
U nderstanding volit ion in this population can strengthen occupational therapy ' s  
focus on assessing the person's  strengths and abi l i ties (Warchol, 2006). Whi le the study 
did not explicit ly examine the use of the Vol itional Questionnaire (VQ), the findings 
support the importance of effectively describing vol i t ion in order to incorporate 
intervention strategies that support and increase volition for persons with dementia. The 
VQ qual itatively describes voli tion in a fOlmat that identifies strengths and areas for 
growth, making it a useful assessment for developing goals and measuring progress 
regarding motivation for occupation. Using the VQ in conjunction with the 
Remotivation Process strengthens a c l inician's abi l i ty to develop meaningful 
interventions that can address volition i n  this population. Occupational therapy 
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practitioners can become better advocates for persons with dementia when equipped with 
a deeper, clearer understanding of volition and its relationship to engagement in  
• 
occupatIon. 
Thc findings support the importance of understanding meaningful occupation and 
how i t  is  being redefined for a person who is  l iving with dementia. The analysis of 
meaningful occupations, and subsequent appl ication of modified occupational fOIlI1S, 
represents a critical contribution of the occupational therapy profession to person-
centered dementia care. This i s  particularly important as person-centered care advocates 
are engaged in dialogue about the tellll "occupation", and may frame activ ity and the 
• 
process of engaging in  any structured activity as occupation. The essential element of 
meaning in context that characterized the experience of occupation for part icipants in this 
study highl ights the subtle yet powerful aspects that distinguish occupation from activity .  
Occupational therapy ' s  role in  naming and framing meaningfu l  occupation, including the 
creation and implementation of modified forms and environments, i s  another significant 
contribution to dementia care. For these contributions to have an impact on c l ient 's  
qual ity of l i fe, active col l aboration and communication with dementia care team members 
is  essential .  Dcvelopment of caregiver training that emphasizes techniques to support 
vol it ion shou ld also be explored. 
Person-Centered Care Practices 
These findings are very relevant to caregiving practices, parti cu larly for advocates 
of person-centered care. Given the pervasive nature of the social world seen in this study, 
1 7 1  
there is a strong need to better understand l i ved experience of  vol ition and its influence 
on engagement i n  everyday occupations for persons with moderate dementia. The 
parti cipants' experiences emphasize the need to more c learly identify the impact of 
caregivers' perceptions about volit ion on caregiving actions and practices, and to provide 
training to assist caregivers in recognizing and responding to volition. Outcomes of  such 
training should focus on the development of relationship ski l ls  that can be used 
specifically to support engagement i n  occupation. Organ izational culture changes are 
also needed to support caregivers' app l ication of these ski l l s .  
Engagcment in  meaningful occupation is a core psychological need for persons 
with dementia (Brooker, 2007; Kitwood, 1 997), yet there is little specific guidance for 
• 
supporting i t .  The process can l ikely be improved by focusing on understanding vol ition 
and its relationship to occupation. The significance of modified occupational forms, 
visiting as an occupation, and vicarious occupations were underscored in these findings, 
as was the importance of being able to reframe spontaneous in i tiation of activity. 
Deciphering the need a person i s  trying to meet in seemingly unproductive or negative 
behaviors i s  an important aspect of  understanding their vol i t ion. Final ly, acknowledging 
vol it ional behavior that expresses preferences towards which a person is not attracted, 
and how these preferences relate to current volition is  critical to honoring choice. Often 
these preferences can help caregivers learn ways in which the person with dementia is  
communicating that the fit between person, task, and environment needs improvement. 
Finally, caregivers ner , influence of their beliefs and values 
about what i s  "mean ingful )di fications to occupational forms and 
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environments ( including socia l )  may, at times, lack face val idity to the outside observer, 
it i s  essential to focus on whether or not the person with dementia experiences the 
occupation as real and meaningful .  Given the variabi l i ty of vol i tional expression and 
redefinit ion of occupation exhibi ted in this sample, the ideal of honoring the person' s  
experience is  central. Recognizing modified occupational fOIIns as a way to support the 
process of redefining meaning and access to occupation for the person can help minimize 
denigrat ion of these modifications. 
Authenticity of  the Study 
Study Rigor 
L incoln and Guba (2000) identify authenticity as a primary approach to ensuring 
validity of  qualitative research .  The criteria for authenticity that reflect the centrality of 
participants' and their care partners' experiences in this study include fairness and 
educative authenticity (L incoln & Guba, 2000). Fairness refers to avoiding 
marginal ization by ensuring that a l l  relevant stakeholders' views are represented. For 
this study, fairness was addressed by the inclusion of  multiple voices in the fOIIn of 
participant observations, as wcl l  as family and staff interviews. Educative authenticity 
refers to the abil ity of the inquiry to engage in a moral critique. For the persons with 
dementia in this study, educative authenticity involved disseminating and sharing 
findings wi th relevant others in their world, in this case, care partners. The findings of 
this study wcrc sharcd with staff in the memory-support assisted l iving unit in the fOi m of 
Learning Circ les. The meanings that emerged from the study offered additional 
possibi l ities to empower care partners to embrace the personhood of participants and 
other persons with dementia in  their care. 
Reflexivity 
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In  qual itative research, the researcher i s  seen as a primary instrument in the 
i nquiry process ( Lincoln & Guba, 2000) .  Being a human instrument calls on the 
researcher to acknowledge, share, and question a l l  aspects of self involved i n  the task and 
journey of research.  These aspects of self inc lude our views and bel iefs as researchers, 
our publ ic selves, and the selves that are created by the research process ( Lincoln & 
Guba, 2000). The publ ic self encompasses ways our l i fe experiences shape our beliefs 
and predispositions about the topic at hand and our way of viewing the world, and the 
created self acknowledges changes resulting from engaging in  research (Lincoln & Guba, 
2000) .  
Reflexivity is the process through which the research acknowledged these selves 
and their role in the research process. Reflective methods in  phenomenological inquiry 
include four themes, or ex istcntials, that guide reflection on l ived experience: l ived space 
(spatial ity), l ived body (corporeality), l ived time (temporal ity) and l ived human relation 
(relationality) (van Manen, 2002 ). Ex istentia ls  were addressed through writing about the 
phenomenon of volition for each participant and journaling. Final ly, reflexivity relates to 
the researcher's abi l i ty to document his or her thought processes during the study. 
L incoln and Guba ( 1 985 )  recommend the use of an ongoing reflective journal to col lect 
thoughts, feel ings and decisions. A reflective journal was used throughout the study, and 
the researcher drew on the insights col lected in this journal during the study' s  data 
making and analysis processes. 
External Checks 
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Member checks and peer debriefing are considered external checks that "provide 
an external val idation of the inquiry process" (Polit & Hungler, 1 995, p. 429). Member 
checks involve having participants review the data for accuracy and credibi l i ty.  For this 
study, member checks were completed during the course of data col lection by staff and 
family members who were wil l ing to review their interview transcripts. The program 
manager participatcd in regular discussions with me about the process and findings. Peer 
debriefing involves peer review of the inquiry process. The researcher engaged in regular 
(at least twice monthly) discussions during the data making and data analysis phases of  
the study with my dissertation committee. She also participated in monthly peer 
debriefings during data collection with an occupational therapist with expert ise in  
dementia care. Peer review inforn1ation was written in  my reflective journal and also 
used in the analysis process. Towards the end of data analysis, an external auditor with 
expertise in qual itative research reviewed the raw data, analysis, and findings. 
Transparency 
Transparency refers to strategies that make the research accessible (Janesick, 
2000), and occurred through the use of the reflective journal, member checks, and peer 
debriefing to assess data qual ity, consi stency and relevance to guiding questions. Prior 
to entry into the field, a reflective journal was used to document the process of  ini tiating 
the study, and journaling continued throughout data col lection (Janesick, 2000). 
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Reflective journaling occurred fol lowing each on-site field session and i nterviewing, and 
throughout data analysis. Member checks and peer debriefing occurred at regu lar 
intervals throughout the data col lection and analysis phase. Member checks were 
completed with the program manager, a registered nurse with extensive experience with 
persons with moderate stage dementia in  assisted l iving. Peer debriefing occurred with 
dissertation committee members. 
The external auditor reviewed the analysis and findings as another tool to ensure 
transparency of the process and provide feedback about the authenticity of  the findings. 
The auditor reviewed the study and its process, and speci fically examined two 
part ic ipants' audio fi les, related transcripts and their data analysis worksheets, the aud it 
tra i l ,  codes and coded data, and the draft of conclusions of the study. Based on this 
review, the auditor found that the study demonstrated trustworthiness. Internal 
consistency between design and methods was confirmed, and findings were seen as 
logical and consistent. See Appendix K for the auditor's full report . 
Limitations 
This descriptive study represents a prel iminary examination of vol it ion for this 
population. Participants were drawn from one faci l ity in  which the popu lation was 
primari ly Caucasian, and middle to upper middle class. Since there was only one 
researcher, the findings portray her interpretations of participants' l ivcd experiences. 
Because the construct of vol ition is typically assessed through self-report, the chall enges 
in  interpreting behaviors with this population rely on the ski l l  of the researcher. As is 
truc when working with any population where it  is d ifficult to ascertain their inner world, 
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findings are dependent on the researcher's abil ities to interpret their experience, as best as 
possible. Whi le the researcher had extensive cl inical experience with this population, the 
findings are but one perspective on this phenomenon. 
The findings here also represent the first layer in the phenomenon of participants' 
volition, as the depth of infOImation gathered over the nearly one-year data making phase 
i s  greater than the scope of this dissertation. Final ly, participant observations were 
completed in a slice of time, rather than longitudinally, making the findings simply a 
snapshot of each participant's l ived experience. 
Direction for Future Research 
The signi ficance of the social environment and its relationship to vol ition and 
occupation needs continued examination i n  order to explore whether or not the patterns 
and themes found i n  these participants are also seen in broader and more diverse groups 
of  elders with moderate dementia. Since caregivers are such a critical part of the social 
environment for these individuals, further examinations of caregivers' perspectives and 
the impact of these beliefs on volition are needed. Additional use of the Volitional 
Questionnaire ( YQ) with this population would build on the findings of this study and 
could be used to demonstrate cl inical app l ications in long term care settings, as well as 
further refining use of the VQ for persons with dementia. Cl in ical studies could also 
• 
examine the effectiveness of the Remotivation Process as an intervention to support the 
highest volitional expression in persons with moderate dementia. Finally, studies that 
focus on examin ing the dynamic relationship between occupation and the social 
env ironment for persons with moderate dementia are needed. Each of these areas of 
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inquiry could further infoIlI1 and expand occupational therapy' s  contributions to person-
centered dementia care. 
Additional research that focuses on vol i tion and its relationship to everyday 
occupations and well-being for persons with dementia i s  a lso needed. Dementia Care 
Mapping ( OCM) ( Brooker, 2007), an assessment of  wel l-being of persons with dementia 
in various care settings discussed in Chapter Two, could be incorporated in studies to 
strengthen understanding of volition, occupation and wel l -being for this population. 
Research using OCM to measure wel l-being in relation to vol ition and engagement in 
occupations could extend the cl in ical and theoretical uti l ity of this study' s  findings. 
Further research is  needed that examines caregiving actions and practices that are speei fic 
to recognizing and responding to volition in this population. Connecting this area of 
research to train ing and staff development in person-centered care may identify the 
necessary practica l  caregiver ski l l s  for supporting volition in persons with moderate 
dementia. 
Conclusions 
Understanding motivation for occupation, or vol ition, is a critical underpinning to 
effective dementia care. The three major themes, variation in volitional expression, 
redefining meaningful occupation, and potency of the socia l  environment, gave voice to 
the l ived experience of volition for study participants. The themes represent vol ition as 
understood and communicated through the lens of my experiences with them. 
Translating a person 's  volition i s  necessarily an interpretative task that requires empathy 
as we l l  as discernment. I t  is the researcher's hope that this task has been effectively 
accomplished. In  conclusion, this study supports the importance of understanding the 
l ived experience of volition for persons with moderate dementia in the context of their 
social world. It is through this understanding that caregivers may better support 
engagement in mean ingful occupations that may maximize function, minimize excess 
disabi l i ty, and ultimately, improve quality of l i fe. 
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APPENDIX B 
Participant Consent and Assent Forms 
• 
1 
• 
RESEARCH SUBJECT INFORMATION AND CONSENT FORM 
TITLE: "Supporting Penonbood in Dementia: The Impact of Motivation in 
Everyday Activities" 
VCU IRB II: 5048 
This consent form may contain words that you do not undu stand. Please ask the study 
staff to explain any words that you do not clearly understand. You may take home an 
unsigned copy of this consent fOJm to think about or discllss with family or friends before 
making your decision. 
PURPOSE OF THE STUDY 
]be purpose of this re.<earch study is to inc. case understanding of the role of motivation 
in every day functioning for persons dia.&Dosed with dementia, a type of memory 
disorder. It is hoped that this infOimation will be of assistance for all caregivels and will 
add to our understanding oftbe best ways to help people with your condition. I am doing 
this research as part of my doctoral student studies at VCU's Occupational Therapy 
school. • 
You are being asked to participate in this study because you have a memory disorder and 
may meet the study entry requirements. 
DESCRIPTION OF THE STUDY AND YOUR INVOLVEMENT 
!fyou decide to be in this research study, you will be asked to sign this consent form after 
you have had all your questions answered and understand what will happen to you. 
In this study, the researcher will review your medical record, and then spend time with 
you during the day and will observe what you are doing and take notes about this. These 
visits will occur over several days, and will include different activities that you complete 
every day, such as eating, visiting, participating in activities, and so forth. After you have 
had several visits and the researcherknows you better, the researcher will do things with 
you that you enjoy doing, such as a favorite hobby or activity. The visits will occur over 
two weeks, and will include different activities that you complete every day, such as 
eating, visiting, participating in activities, and so forth. Because the researcher wants to 
understand what you are interested in and enjoy throughout the day, your visits will be at 
different times during the day, such as morning, afternoon, and e-:ening. You will not be 
observed whi Ie you are sleeping or engaged in private activities, such as going to the 
bathroom. The researcher will always ask your permission to visit with you every time; 
if you do not feel like having the researcher spend time with you on that day, tell the 
researcher and a different day or time will be scheduled. You may decide not to 
participate in the visits at any time. Over the course of two to three weeks, the researcher 
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will spend a total of at least ten hours with you, but no more than twenty hours. All 
written notes will use a number to identify you and your name will not be llsed. 
In addition to observing you, the r�S!"'rWer will interview both staff and family members 
who know you well and who can help provide further infolmation about your likes and 
dislikes and the kinds of activities you enjoy and prefer in your daily routine. The 
researcher will spend one to two hours with each person being interviewed, and the 
interviews will be tape-recorded. Your name will not be tape-recorded during the 
interview. Each petSOn bein� interviewed will be asked for both your and their 
pel mission to be interviewed. 
RISKS AND DlSCOMFORTS 
Sometimes you may not feel lilce visiting or spending time doing an activity with 
someone else. You do not have to talk with the researcher about anything you dn not 
want to talk about. and you may ask the researcher to leave at any time. You do not have 
to do any activity you do not want to do with the researcher. If you are upset. you can 
talk with the staff at Wesley Village. 
A minimal risk ofthls study involves protection of your confidentiality. Thorough 
protections will be used to ensure protection of your confidentiality. including the 
following procedures: 
• Your identity will not be written in any notes. The researcher will assign you a 
number and thls will be used in all written notes and interviews. 
• All infollnation about you will stay in a locked storage box and the le.searcher 
will be the only person who can get this infollnation. 
• The interviews of your family and staff will be audio taped, but no names will be 
recorded. At the beginning of the session, your family or staff member will be 
asked to use initials only so that no names are recorded. The tapes and the notes 
will be stored in a locked cabinet. After the information from the tapes is typed 
up, the tapes will be destroyed. 
BENEFITS 
You may not get any direct benefit from thls study, but the information we learn from 
people in this study may help us better Wlderstand your experience so that better 
treatments for people with memory disorders may be developed. 
COSTS 
There are no costs for participating in thls study other than the time you spend with the 
researcher. 
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PAYMENT FOR PARTICIPATION 
You will receive $ 1 5.00 worth of personal toiletries of your choosing for participating in 
this study. When you are finisbed participating in the study, a SI5 .00 contribution will be 
made to the Wesley Vil lage Activity Fund for staff to assist you with shopping for your 
toiletries. 
ALTERNATIVES 
• 
1bis is not a treatment study. Your alternative is not to participate in this study. 
CONFlDENTlALl'l'V 
We will not tell anyone the answers you give us; however, information from the study 
and infollnation from your medical record and the consent f01i1l signed by you may be 
looked at or copied for researcb or legal purposes by Virginia Commonwealth University. 
Personal information about you might be shared with or copied by authorized officials of 
the Federal Food and Drug Administration, or the Department of Health and Human 
Services (if applicable). 
What we find from this study may be presented at meetings or published.in papers, but 
your name will not ever be used in these presentations or papers. 
We will not tell anyone about the information you provide in this study. But, if you tell us 
that someone is burting you, or that you might hurt yourself, the law says that we have to 
let people in authority know so they can protect you. 
IF AN INJURY HAPPENS 
Virginia Commonwealth University and the VCU Health System (also known as MCV 
Hospital) do not have a plan to give long-term care or money if you are injured because 
you are in the study. 
I f  you are injured because of being in this study, tell the study stafT right away. The study 
staff will arrange for someone to care for you if needed. 
I3ills for treatment may be sent to you or your insurance. Your insurance may or may not 
pay for taking care of injuries that happen because of being in this study. 
VOLUNTARY PARTICIPATION AND WITHDRAWAL 
Your participation in this study is voluntary. You may decide to not participate in this 
study. If  you do participate you may freely withdraw from the srudy at any time. Your 
decision will not change your future medical care at Wesley Village. Your participation 
in this study may be stopped at any time by the researcher without your consent. The 
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(faoons might include: the study staff thinks it necessary for your health or safety; the 
Sponsor has stopped the study; or administrative reaoons require your withdrawal. 
QUESTIONS 
In the future, you may have questions about your participation in this study. If you have 
any questions, contact: 
If you have any questions about your rights as a participant in this study, you may 
contact: 
. 
CONSENT 
I have been given the chance to read this consent form. I understand the infolillation 
about this study. Questions that I wanted to ask about the study have been answered. My 
signature says that I am willing to participate in this study. 
Participant name printed 
Name of Legally Authorized Representative 
(Printed) 
1 1 ·22-04 
Participant signature Date 
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Legally Authorized Representative Signature 
Name of Person Conducting lnfOBIJed Consent 
Discussion / Witness (Printed) 
Signature of Person Conducting lnfoBned Consent 
Discussion / Witness 
Investigator signature (if diffeient from above) 
• 
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RESEARCH SUBJECT INFORMATION AND CONSENT FORM 
TITLE: "Supporting Penonhood in DemeDti.: The Impact of MotlvatioD iD 
Everyday Activitics" 
VCU IRB N: 5048 
This consent form may conr�in words that you do not understand. Please ask the study 
staff to explain any words that you do not clearly understand. You may take home an 
unsigned copy of this consent form to think about or discuss with family or friends before 
making your decision. 
PURPOSE OF THE STUDY 
The purpose of this research study is to increase understanding of the role of motivation 
in every day functioning for per.;ons diagnosed with dementia, a type of memory 
disorder. It is hoped that this information wiU be of assistance for all caregivers and will 
add to our understanding of the best ways to help people with this condition. I am doing 
this research as part of my doctoral student srudies at VCU's Occupational Therapy 
School. 
You are being asked to participate in this study because you have a family member or are 
a caregiver for a participant who has a memory disorder and may meet the study entry 
requirements. 
DESCRIPTION OF THE STUDY AND YOUR INVOLVEMENT 
If you decide to be in this research study, you will be asked to sign this consent form after 
you have had all your questiorul answered and undeistand what will happen to you . 
In this study, the researcher will spend time with participants during the day and will 
observe what they are doing and take notes about this. These visits will occur over 
several days, and will include different activities that tbe participants complete every day, 
such as eating, visiting, participating in activities, and so forth. After several visits occur 
and the researcher knows the participants better, the researcher will do things with do 
things with the participants that they enjoy doing, such as a favorite hobby or activity. 
The visits will occur over two weeks, and will include different activities that participants 
complete every day, such as eating, visiting, participating in activities, and so forth. 
Because the researcher wants to understand what participants are interested in and enjoy 
throughout the day, the visits will be at different times during the day, such as morning, 
afternoon, and evening. Participants will not be observed while they are sleeping or 
engaged in private activities, such as going to the bathroom. The researcher will always 
ask participant's pennission to visit with them every time; if the participant does not feel 
like having the researcher spend time with them on that day, the researcher wi ll schedule 
a different day or time. Over the course of two to three weeks, the researcher will spend 
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a total of at least ten hoUll> with participants, but no more than twenty hoUll>. All written 
notes will lise a number to identify participants and neither their, nor your, name will be 
nsed. 
As someone who knows the participant(s) well, the will interview you in order 
bener understand the participants' likes and dislikes and the kinds of activities they enjoy 
and prefer in their daily routine. The researcher will speud one to two hoUll> with you, 
and the inte. views will be tape-recorded. Owing the interview, you will be asked 
questions about your relationship with the participant, your views on their motivation and 
interests, their typical perfo.-"'ance in daily routines, and if applicable, your views on 
their interests and routines before they were diagposed with their memory disorder. 
Neither your name, nor the participant's name, will be tape-recorded during the 
interview. In addition to getting your petmission to be interviewed, the researcher will 
ask the participant you know for their peiillission for you to be interviewed. 
RISKS AND DISCOMFORTS 
Sometimes talking about these subjects callses people to become upset. Several 
questions will ask you about your relationship with the participant, and, if applicable, 
your recollections of how they were before they were diagnosed with their memory 
disorder. You do not have to talk about any subjects you do not want to talk about, and 
you may end the interview at any time. If you become upset, the study stalfwill give you 
names of Wesley Village staff to contact so you can get belp in dealing with these issues. 
A minimal risk of this study involves protection of your confidentiality. Thorough 
protections will be used to ensure protection of your confidentiality, including the 
following procedures: 
• The interview will be audio taped, but no Dames will be recorded. At the 
beginning of the session, you will be asked to lise initials only so that no names 
are recorded. The tapes and the notes will be stored in a locked cabinet. After the 
infoiiuation from the tapes is typed up, the tapes will be destroyed. 
• Your identity will not be written in any notes. The researcher will assign you a 
number and this will be used in all wrinen notes and interviews. 
• All infoilnation about you will stay in a locked storage box and the researcher 
will be the only person who can get this information. 
BENEFITS 
You may not get any direct benefit from this study, but the information we learn from 
people in this study may help us better understand your experience so that better 
treatments for people with memory disorders may be developed. 
COSTS 
There are no costs for participating in this study other than the time you spend with the 
researcher. 
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PAYMENT FOR PARTIOPATION 
If you are a family member, you will receive a S I 5.00 gift certificate for a local restaurant 
each time you participate in an interview. The S I  5.00 gift celtificate will be given at the 
end of the interview. If you are a staff member, S \ 5.00 will be donated to the Hill View 
employee gratuity fund. As a staff member of Hill View, if you participate in more than 
one interview, a $1 5.00 donation to the employee gratuity fund will be made time 
you participate in an interview . 
• 
ALTERNATIVES 
This is not a treatment study. Your alternative is not to participate in this study. 
CONFIDENTIALITY 
We will not tell anyone the answers you give us; however, information from the study 
and infolluation from your medical record and the consent f01D1 signed by you may be 
looked at or copied for research or legal purposes by Virginia Commonwealth University. 
Personal infolll ation about you might be shared with or copied by authorized officials of 
the Federal Food and Drug Administration, or the Department of Health and Human 
Services (if applicable). 
What we find from this study may be presented at meetings or published in papers, but 
your name will not ever be nsed in these presentations or papels. 
We will not tell anyone about the infolluation you provide in this study. 
I F  AN INJURY HAPPENS 
Virginia Commonwealth University and the VCU Health System (also known as MeV 
Hospital) do not have a plan to give long-telm care or money if you are injured because 
you are in the study. 
If  you are injured because of being in this study, tell the study staff right away. The study 
staff will arrange for someone to care for you if needed. 
Bills for treatment may be sent to you or your insurance. Your insurance may or may not 
pay for taking care of injuries that happen because of being in this study. 
VOLUNTARY PARTICIPATION AND WITHDRAWAL 
Your participation in this study is voluntary. You may decide to not participate in this 
study. If you do participate you may freely withdraw from the study at any time. Your 
decision will not affect your family member's future medical care at Wesley Vil lage, nor 
your employment status at Wesley Village. Your partidpation in this study may be 
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stopped at any time by the researcheT without your consent The reasons might include: 
the study staff thinks it necessary for your health or safety; the sponsor has stopped the 
study; or administrative reasons require your withdrawal. 
QUESTIONS 
In the future, you may have questions about your participation in this study. )fyou have 
any questions, contact: 
• 
Principal Investigator: Janet Watts, PhD 
Occupational Thuapy 
3740 Hastings Dr. 
Riclunond, VA 23235 
Christine Raber, M.S, OTRIL 
Shawnee State UniveISity 
Department of Occupational Therapy 
940 Second Street 
Portsmouth, OH 45662 
740-35 1 -3530 
• 
If you have any questions about your rights as a participant in this study, you may 
contact: 
Office for Research Subjects Protection 
V i rginia Commonwealth University 
800 East Leigh Street, Suite I I I  
P.O. Box 980568 
Richmond, V A 23298 
Telepbone: 804-828-0868 
CONSENT 
) have been given the chance to read this consent forlll. I understand the information 
about this study. Questions that I wanted to ask about the study have been answered. My 
signature says that I am willing to participate in this study. 
Participant name printed 
Name of Legally Authorized Representative 
(Printed) 
1 1 ·22-O<C 
Participant signature Date 
APPROVED 
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Legally Authorized Representative Signature 
Name of Person Conducting Infolmed Consent 
Discllssion / Witness 
• 
Signature of Person Conducting Informed Consent 
Discussion / Witness 
Investigator signature (if di fferent from above) 
1 1 ·22-<14 
Date 
Date 
Date 
• 
• 
APPROVED 
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ASSENT FORM 
TITLE: Supporting Personhood in Dementia: Exam ining the 
Impact of Volition on Function in Everyday Occupations 
VCU IRB #: 5048 
I understand that the purpose of this study is to learn more about what I 
l ike to do and what is important to me. 
I am willing to spend time visiting with Chris Raber. Chris will get to 
know me and do activities that I like with me. I understand she will write 
down things about our visits, but she will not use my name. I agree she 
can talk with my family and Wesley V�lage staff to learn more about me 
and my interests. 
If I do not feel like visiting or spending time doing an activity with Chris, I 
will tell her. I know that I can ask Chris to leave at any time. 
I know I do not have to be in this study and I may stop at any time. I 
understand that no one will blame me or criticize me if I drop out of the 
study. The care that I get at Wesley Village will not change if I do not 
participate. 
• 
I am willing to be in this study. 
Name printed • Signature 
Investigator printed name Signature 
Pllge I or I 
Date 
Date 
- . , . "' , / 1  · 1  :....� ! -" · ..( I  .I v ·� I ; t I  . " ,-" 
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APPENDIX C 
Vol itional Questionnaire (VQ) 
• 
• 
Volitional Questionnaire Form ( M ultiple Observllion) 
Client: , , >f 
Age: , • , , 
, . 
Gender: • ( 
, 
Shows curiosity 
� 
I n it i ates actions/lasks 
Tries new things 
Shows pride 
Seeks chal lenges 
Seeks add i t i onal respon s i b i l i l i es 
Tries to correct mistakes 
Tries 10 solve problems 
Shows preferences 
P u rsues an aCl ivi ty 10 
compl CI i on/accomp I ishmen I 
Stay s en gaged 
-
• 1" -... :' - .... � . 
� 
, 
, 
' . 
- , 
'I ;or _
. 
" 
;l ' . ,-. 1"  ... 
Date : 
Setting: 
p � S 
S 
P H-t-� S 
P H I S 
P H-t-I S 
P H I S 
ptHlI s + 
P H I S 
P I S 
P H I S 
P H I S 
Invesl ad d i l i o n a l  energy/emoli onialle n l i o n  P H I S 
Ind icates goals P H I S 
Shows Ihal  an act i v ity is  special or 
P H I S 
s i g n i ficanl 
Key: P = Passive H = Hesi tant 
, Spontaneous 
Comments 
Facility: 
Thernpist: 
Diagnosis: 
Date : Date: 
Setting: Selling: 
P H I S P HTI 
P H I S P I 
P H I S P � l  
P H I S P H I 
P H I S P 
-*: 
P H I S P 
p H I S P H I 
P H I S P H I 
P H I S P u I I 
P H I S P H I 
P H I S P- H I 
P H I S P H I 
P H I S P H I 
P H I S P H I 
I = Invo lved 
204 
-t 
"T Dale: =: 
Sell ing : 
S P H I 
S P H I 
S P H I 
S P H I 
S p H I 
S P H I Si 
S P H I Si 
S P H I S 
S P H I S 
S P H I S 
S P H I S 
S P H I S 
S P H I S 
S P H I S 
S =  
-t 
... 
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APPENDIX D 
Audit Trai l  
• 
10/27/05 (30) 
10/31/05 (80) 
1/1/05 (25) 
1 1/3/05 (60) 
1 1/1</05 (SO) 
1 1/15/05 « 5) 
1 1/16/05 (60) 
11/17/05 (40) 
11/21/05 (15) 
(30) 
(45) I 1l30/05 (40) 
(15)  12/1/05 (240) 
(5) 12/7/05 (35) 
(40) 12/8/05 (60) 
(130) 12/21/05 (20) 
1/06 (10) 
__ I :  
Intervtews: 
10/11/05 F: 1 1/1/05 
10/6/05 s: 11{7/05 
10/15/05 \IQ: 1 1/25/05 
WKST: YES 
Audit Trail 
12/1</05 (210) (SO) (40) 3/28/06 « 5) 
12/20/05 (90) 1/25/06 (3D) 2/22!06 (95) 3/29/06 (60) 
12/21/05 (180) 1/26/06 (ISO) 2/23/06 (10) 3{JIJ/06 « 5) 
12/22/05 (65) 2/1/06 (30) 2/28/06 (40) 3/31/06 (95) 
1 2/28/05 (90) 2/2/06 (30) 3/1/06 (30) </11/06 (35) 
12/29/05 (105) 2/3/06 100) 3/2/06 </12/06 (30) 
</13/06 
(65) (110) 
(45) 2/1</06 (75) 3/1</06 (40) 4/19/06 
(30) 2/15/06 (60) 3/15/06 (110) 4/20/06 (70) 
1/19/06 (60) 2/16/06 3/16/06 4/21/06 
3/17/06 4/25/06 
Phase 1 :  Phase 1 :  PhliS41 1 :  Phase 1 :  
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6/2106 (10) (15) 
616/06 (15) 7/19/06 (75) 
6{7/06 (20) 7/20/06 (15) 
6/8/06 (40) 7/21/06 (35) 
6/13/06 (15) 7/25/06 (30) 
6/1</06 (75) 7/26/06 (35) 
6/15/06 (15) 7/27/06 (90) 
6/16/06 (3D) 
6/28/06 (60) 
6/29/06 (40) (70) 
(35) 
(35) 
8/15/06 (IS) 
(75) 8/16/06 (40) 
(85) 8/17/06 (10) 
(IS) 8/22/06 (20) 
(30) 8/24/06 (55) 
(60) 
Phase 1 :  Ph4Ise 1 :  
lOsi" �15��1 �_7 2
,:;.
0.:;. ,"
_�
5 <�5=�""; SO� :.-_6 1
;'
5 � __ 5 
Interviews : 
F: 1 2/9/05 
s: 1 2/28/05 
\IQ: 1/7/06 
NOTfAOQK 
Intllf'Vtews; lntarvlews : Intarvlews: 
F: 1/25/06 F: 2/17/06 F: 3/30/06 F: 6/16/06 F: 7/27/06 
s: 2/1/06 s: 3/2/06 s: </13/06 S: 6/29/06 S: 7/25/06 
\IQ: 2/</06 \IQ: 3/</06 \IQ: </15/06 \IQ: 7/8/06 \IQ: 7/29/06 
NOlfflOOK NOTEBOOK NOlfWlOK NOIffV'X>K NOTEBOOK 
YES YES YES YES YES 
'ha,,,, 1 Activities Phase 1 Activtti.s Phase 1 ActIvities Phase 1 Activities Phase 1 Activities 
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APPENDIX E 
Observation Guide 
• 
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GUIDING POINTS FOR PARTICI PANT OBSERVATIONS: 
I .  Note date, t ime of day, length of observation for each session. 
2 .  Describe the physical environment. For example, to describe the physical 
environment, include detai ls about the room, i ts lighting, temperature, furni ture 
arrangement, where and how the resident moves in the space, noise level and sounds in 
the environment, and objects in the environment. 
3 .  Describe others present during the session. Identify number of others present, their 
role ( i .e . ,  staff, fami ly, other residents, visitors, animals, etc ) ,  and note the dialogue that 
occurs between the participant being observed and others. Describe the interactions and 
verbal/non-verbal behaviors that occur. 
4.  Thoroughly describe the activit ies being completed. I dentify and describe the activity, 
such as "eating dinner at dining room table with 2 other residents", or "helping with 
bread baking by mixing dry ingredients in bowl". Describe what the part icipant is doing 
and the way in which he/she is  engaging in the act ivity. Use activity analysis ski l ls  to 
describe both the process and content of the activity. Identi fy i f  the activity is sel f­
initiated ( i .e . ,  eating, walking, or rummaging), or whether the aciivity is  staff initi ated. 
Describe how the activity is being presented and faci l i tated by staff, and the participant 's  
response to the activity. 
5 .  Describe the emotional/affective responses to the environment, to interactions with 
others, and to the activities engaged in. Note verbalizations and non-verbal responses. 
Note timing and sequence of reactions, e.g., smiled after slice of fresh bread handed to 
him, etc. 
6. Note any relevant changes that may be affecting the person's behavior and 
engagement in typical daily activities ( i .e . ,  acute i l lness, medication change affecting 
level of alertness, recent fal l ,  other major changes in behavior, etc). Note system changes 
(i .c., disruption in regular staffing patterns, spec ial events such as parties, etc ) .  
209 
APPENDIX F 
Interview Guides 
• 
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GUIDING INTER VIEW QUES TIONS/or FA MIL Y MEMBERS 
Interview wi l l  begin with d iscussion of  the nature of the relationship with the participant, 
covering questions/areas such as: 
Describe the nature of your relationship with (resident name) (such as spousc, 
son/daughter, grandchi ld, sibling, niece/nephew, cousin, etc) .  
How long have you known (resident name)? How often do you sec (resident name)? 
Where.did (resident name) live before coming to this faci l i ty? How were you a part of 
h is/her daily l i fe before he/she came to this faci l i ty? 
Guiding Quest ions: 
I .  Describe a typical current day for (resident name). Describe a typical day for (resident 
name) before he/she was diagnosed with A lzheimer Disease/dementia. I n  your 
experiences with your family member, what would you say are some of the th ings that 
he/she would identi fy as most important for day-to-day l iv ing? 
2 .  What arc h is/her preferred routines for dressing? Bath ing? Eati ng? Grooming? How 
have these routines changed since being diagnosed? What kinds of things are important 
to your family member about their appearance and sel f-care? What ki nds of sel f-care 
rituals or routines arc comforting or calming to your family member now? Is  this 
d ifferent than before the diagnosis? 
3 .  What arc h i s/her preferred daily activities besides taking care of h im/herself? 
For example, was housework or home repai r  an important act iv i ty? How did he/she 
spend time during the day? How has th is  changed since being diagnosed? What kinds of 
productive activit ies does he/she enjoy now? What kinds of benefit ( such as pleasure, 
satisfact ion, etc) do you feel your fami ly member ga ins from these kinds of act ivi ties 
currently? What k inds of activities do you feel (resident name) could be doing more of 
during the day? 
4. What kinds of hobbies or pastimes does (res ident name) enjoy? How has this changed 
since being diagnosed? What kinds of act iv ities does he/she enjoy doing for lei sure or 
fun? What types of activi ties bring hi mlher pleasure now? Arc these act ivi ties simi lar to, 
or di [ferent from, h islher previous pastimes/hobbies? I f they arc similar, at what points in  
hi s/her l i fe did he/she participate in these activities previously? Arc there any activit ies 
you feel your family member would enjoy that he/she is currently not doing? 
5 .  What are some important l i fe roles that ( resident name) has had in hislher l i fetime? 
For example, parent, brother/sister, worker, church member, etc. How 
has their part ic ipation in these roles changed s ince the diagnosis? How has their 
part icipation remained stable, or the same, since diagnosis? 
2 1 1 
6.  What are your thoughts about your family member' s  motivation right now? What 
changes i n  motivation have you seen over time since the diagnosis? What changes in 
i nterests and abi l i t ies have you seen over time since the diagnosis? What act ivi ties does 
your fami ly member initiate on hi slher own? What would you say is the biggest obstacle 
for your family member right now regarding part icipating i n  the daily activities that 
he/she needs or wants to do? 
GUIDING INTER VIE W QUESTIONSjor STAFF MEMBERS 
I nterview wi l l  begin with d iscussion of the nature of the relationship with the part icipant, 
covering questions/areas such as: 
How long have you been working with (resident name)? How well do you feci you know 
(resident name)? Describe what you know about (resident name) ' s  l i fe before coming to 
fac i l ity. During a sh i ft, how often do you interact with and/or assist ( resident name)? 
How would you describe your relationship with (resident name)? 
I .  Describe a typical day for (resident name) currently. 1 n  what ways do you provide 
assistance for ( resident name) with participating i n  any kinds of daily activities (such as 
dressing, visit ing with others, or participating in an act ivity on the unit)? What kinds of 
everyday act iv i t ies or situations do you feel are easy or pleasurable for ( resident name)? 
What k inds of everyday activit ies or situations do you feel are difficult or challenging for 
( resident name)? 
2 .  What kinds of act ivi t ies do you feel (resident name) i s  attracted to and/or 
prefers? Throughout the day, do these activity preferences vary, and if  so, when and 
how? Do you notice any factors that influence hislher preferences? What docs ( resident 
name) do on h i s/her own? What does (resident name) do with prompt ing from you or 
other staff? 
3 .  Describe h i s/her typical ways of completing self-care act ivit ies, such as dressing, 
eating, toi let ing, grooming, etc. Are there any particular approaches you usc to help 
(resident name) to be successful in these sel f-care act ivit ies? I f so, how docs he/she 
respond to these approaches? 
4.  What kinds of activit ics does ( resident name) appear to cnjoy participating in on the 
unit? Does hc/she seek these act iv it ies out (such as ask ing to go for a walk, or requesting 
a part icular TV show or music, etc)? What do you feel h is/her preferences for activi ties 
and/or spending time are? Arc you fami l iar with his/her previous (before being admitted 
to the unit) activity preferences? 
2 1 2  
5 .  How would you describe (resident name) ' s  motivation? What is he/she motivated to 
do during the day? What kinds of activit ies appear to be pleasurable, enjoyable, calming, 
to ( resident name)? What behaviors do you observe that lead you to be able to decide 
what i s  pleasurable, enjoyable, etc? 
2 1 3  
APPENDIX G 
Pre-Study Meeting Handout 
• 
Chris Raber's Research Project 
"Su pporting the Person with Dementia By U nderstanding their  Everyday 
Activities" 
For the next 5 months,  I wi ll be doing a research project with residents, their 
fa mi ly ,  a nd you .  I will be involving 1 0  residents, one at a t ime, in  the study. 
The goal of the study is to help us learn more about motivation and everyday 
activities for people with dementia.  I hope to use this information to help you ,  
and other caregivers, provide the best care for residents with dementia.  
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For each resident in  the study, I will be doing the following th ings over a 2 week 
period of t ime:  
• 
• 
• 
• 
Spend approximately 1 0  hours visiting with the resident at various times of 
the day. 
I nterview one fa mily member about the resident's interests and activities 
before their diagnosis 
In terview one staff member about the resident's cu rrent interests and 
patterns of activities at (name of memory-support assisted living u nit) 
H ave an other therapist, (name),  come one time to complete a short 
observation assessment with the resident 
Each time I am on the u n it, I will talk with staff about what I 'm doing that day 
before I begin ,  and after I f inish. 
You r  input  and ideas are key to making this project a success ! I really appreciate 
everyo ne's su pport and participation on the research team.  
I a m  looking forward to working with everyone on this project! 
Thank you ! 
• 
APPENDIX H 
I RB Approved Speaking Points 
Telephone Script for Program Manager 
• 
2 1 S  
S upporting Persoubood in Demeutia: Examining tbe Impact of Volitiou on Function in 
Everyday Occupations 
Speaking Points for Participant (and Legal Guardiau, if Applicable) Recruitment 
I ntroduction 
• Name, affiliation of researcher (VCU Doctoral candidate and Shawnee State University 
faculty member; associated with Hill View through clinical experiences with students at 
facility since 1 999 
2 1 6  
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• Why researcher is talking to you (gl'Alr towards each participant: i.e., resident, family ON 0/, . member, or stall) 0''\ .... . ; \ 
• Explain what will be covered in this meeting and estimated time for meeting t , 
• Reinforce goal of providing infolluation and encourage questions and discussion fr AOO I 9 200S : . , 
'<:;-\ 
Aims of Study \: ,-,.' " . / �" -
. . , 
- , . 
• Increase understanding of the role of motivation in every day functioning (also called 
volition) for people with dementia (memory disorder) 
• Goal is to gain infollIlation to help caregivers provide the best care for people with 
dementia 
Metbods 
• Close observation and interactions with resident participants. Close interactions will 
include engaging in activities of interest to the resident, graded to their abilities. 
Examples include familiar hobbies (such as craft projects, cooking, woodworking, 
gardening, etc). reminiscing. and providing I :  I assi stance during staff initiated activities 
• Interviews with family/staff participants 
• Completion of the Mini-Mental Status Examination by Christine Raber (for resident 
participants) . 
• Completion of Volitional Questionnaire by Deanna Craiger. OTRIL (for resident 
partici pants) 
Nature And Amount of Involvement 
• For resident participants: observation visits for at least ten hours but not more than 
twenty hours over 2-3 weeks. Initial visits will help researcher get to know resident and 
later visits will involve more interactions based on resident's preferences and interests 
• For family/staff participants: one interview, lasting I -2 hours. Following transcription of 
interviews, family/staff participant will be provided opportunity to read transcribe and 
provide feedback and comments to ensure accuracy of information 
Inclusion Criteria 
• For resident participants: resident at Wesley Village for at least 3 months with no acute 
medical problems 
• For family participants: relative who can, and is willing to. provide historical 
infollllation about resident's life and interests. values, etc. 
• For staff participants: staff member who has worked with the resident regularly and is 
willing to participate in the interview 
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Risks 
• For resident participants: possible emotional distress from observations and protection of 
confidentiality 
• For family/staff participants: possible emotional distJess from discussing topics about 
resident (for family members, recollections of resident's prior functioning; for staff 
members, relating caregiver stressors) 
Alternatives 
• Not a treatment study; alternative is not to participate 
Assurance of Confidentiality and Voluntary Participation 
• Names wi ll not be used in  any written notes nor during interviews 
• Number code for identity of participant 
• Infoilnation stored in locked storage box that only researcher can access 
• Reinforce that participation is voluntary and participants can choose not to participate at 
any time 
• PCllllission to observe resident participants will occur before each observation, and 
Jesidents will also be reminded that they can request not to participate in any session 
with the researcher. 
Compensation 
• For residents participating, $ 1 5 .00 contribution to Wesley Vil lage Activity Fund for 
personal toi letries 
• For family members participating i n  interviews, $1 5.00 gift certificate to local restaurant 
• For staff members participating in interviews, $ 1 5.00 donation to Hill  View employee 
gratuity fund (provided for each i nterview, if staff members complete more than one 
interview) . 
OTHER POINTS: 
• Researcher wi l l  answer all questions and discuss concerns at any point during 
conversation 
• Explain next steps if interested in participating; consent fOllns will be available for 
review upon request, and may be taken home. Participants may take up to seven days to 
make decision to participate, and may contact the researcher at any time with questions 
during the decision-making period. If participant decides to enroll i n  study, consent 
fO I DIS will be signed and collected by researcher, and time for observation or interview 
will  be scheduled at a time convenient for the participant. 
• VCU's Infoillled Consent Evaluation will be used to evaluate resident's abi lity to 
provide infolllled consent. If it is deternlined that they cannot provide consent, their 
legally authorized representative (LAR) will be contacted to discuss the study and request 
pell lission for resident's participation. In discussions with LAR's, wi l l  reinforce that 
they should consider decision for pellllission based on resident's wishes, and as well as 
their judgment. 
• If pelll ission to participate is provided by LAR. resident wil l  be provided with Assent 
FOIIII. 
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Chris Raber's Research Project 
"Su pporting the Person with Dementia By U n d e rstanding their Everyday 
Activities" 
Phone Script for permiss ion to ta lk with fam i l y  about the study 
Hi ,  (name of fa mily member). I a m  calling to let you know 
2 1 8  
about an  opportunity for (reside nt's name/family relationship) to 
participate in  a research project here at (name of u nit) .  
Chris Raber,  an  occupational therapist from Shawnee State University, is doing a 
research project as part of her doctoral degree,  with ( name of un it )  residents. 
She has been bringing students to (n ame of unit)  since 1 999 and helping us  
learn more about how to involve residents in  eve ryd ay activities . 
• 
The goal of her study is to help us  learn more about motivation and everyday 
activities for people with a memory d isorder (or de mentia; adjust term to fit family 
mem ber's preferred language).  
I feel _______ (resident's name, or "your mom", etc) is a good candidate 
for the study .  Would you be will ing to talk to Chris about the study? 
If  yes, ask for permission to provide na me/number to Chris. 
Chris ca n call you, or come to (name of unit)  when you are here, to talk more 
about the study. 
After talk ing with Chris you can decide if you are interested in having 
_______(resident's name) participate. 
(- If  they have a lot of questions about the study, let them know Chris wi ll d iscuss 
everything with them. General information below . . .  ) 
-End call by thanking them for their t ime, and d etermining how & when they want 
Chris to contact them . 
• 
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APPEN DIX I 
Learning Circle Handouts 
• 
• 
• 
• 
E D E N  C IRCLE 1 
Facilitated by Chris Raber 
What is  a leaming circle? 
Understanding the environ ment at (name of un it )  
Building communication 
Summary of things I 've learned so far (handout) 
LEARN I N G  C I RC L E :  
Why? 
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-To understand more about your views of (name of un it) as a part of my 
learning about residents' experience of living here 
What? 
How? 
-A way to encourage co nversation about care for residents and your 
experience of providing care 
-Everyone has a chance to share and discuss their views; can "pass" 
-Only rul e :  when someone else is speaking,  everyone else listens 
U N DE RSTAN D I N G  THE ENVI RON M E N T :  
Warm-up activity 
1 .  Imagine you are a t ime traveler from 1 00 years ago. You land i n  (name of 
unit) ,  and some one tells you it is "home". What do you see? 
2 .  What makes you r home, a home? 
3 .  What makes (n ame of u n it) a home? 
COM M U N ICAT I O N :  
1 .  Understand behavior as an attempt to commun icate a need 
2 .  "Partly cloudy" vs. "Partly sunny": A resident who is "pacing" can be seen 
as someone who is "energetic".  Think about labels and words used to 
describe as resident . . .  would you want to be described this way? 
3.  Ways you talk, move, do your work is part of the environment and the 
resident's experience of "home" 
Grace: 
• Role a s  nurse,  independent person, traveler i mportant 
• Role a s  "mother" to kitten 
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• Being negative and s uspicious communicates her abil ity to make judg ments and 
h ave some control i n  the environment 
Try: 
-ta lk ing about her work as n u rse 
-ta lk ing about her care of kitten 
-giving her opportu nity to m a ke decisions and h ave some control 
Mildred:  
• S h e  was used to very set routine and cal m ,  quiet environment 
• N eeds opport unities to be with John (this cal ms h im too; he sees h i mself as 
caregiver; help h i m  to do th is)  
• I ncreased s inging and swearing is communicat ing being overst imulated and 
need for calm or a need to express her fe el ings 
• Disl ikes any hint of being tal ked to or treated i n  a way she perceives as chi ldish 
Try: 
-C heck bathroom needs 
-Use of Elvis gospel music 
-Looking at noise and activity level and changing it 
-Acknowledge what she is  feel ing 
Alice : 
• Role of mother importa nt,  may often see entire un it as her home (wh ich is why it  
makes sense to her to go i n  and out of others' roo ms) 
• Role of worker (managed husband's dental offi ce, realtor, state e m ployee, 
volu nteer at the monastery's gift shop) very i mportant 
• Gathering others' bel o n g i ngs is communicati n g  the need to be productive a nd 
busy 
Try: 
-I nvolve her with dai ly tasks (folding laundry, wiping tables, picking up)  
-Te l l  her you appreciate her help 
-Ask her to come with you , rather than tel l ing her  to get out of rooms 
Fra n k :  
• H usband, electrician,  writer, beekeeper, s inger/musician, "joker" 
• Parkinson's slows h is  a b i l ity to make move ments ( i . e . ,  asking h im to l ift h is arm 
for you) and his tal k ing.  Extra time and patience i s  im portant 
• Sleeping may com m u nicate boredom and lack of activity 
• Sweari ng co mmunicates frustration 
Try: 
-Maze with colored pegs, music, watering pla nts 
-Ta lk ing a bout what you're doing i n  short, s im ple phrases 
-Joking ,  being aware of how he understands it 
-Giving plenty of time to respond, not h u rryi n g  h i m  
• 
• 
• 
• 
EDEN C I RC LE 2 
Facilitated by Chris Raber 
Review learn i ng circle 
Motivatio n :  u nderstanding how it  affects function 
Importance of relationships 
Summary of study so far 
LEARN ING C I RC L E :  
Why? 
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-To understand more about your views of (name of un it) as a part of my 
learning about residents' experience of l iving here 
What? 
-A way to encourage conversation about care for residents and your 
experience of providing care 
How? 
-Everyone has a chance to share and d iscuss their views; can "pass" 
-Only ru le :  when someone else is speaking , everyone else listens 
• 
U N D E RSTAN D I N G  MOT IVAT I O N :  
Warm-up activity 
1 .  What motivates you? 
2 .  What are your important relationships? How do they make you feel? 
RELATIONSHIPS:  
1 .  U nderstand behavior as an attempt to communicate a need 
2 .  Relationships:  l istening to behavior, hearing "between the l in es". What is 
the knack for con necting? Th ink  about how you co uld change ways of 
relating to connect with residents in  authentic relationships. 
3 .  Ways you ta lk ,  move , do your work is part of relating; communicates 
YOUR in terest in being with , and caring for, residents. 
* ENVIRONMENT:  people and relationships are importa nt part of environment 
*COMM U N ICAT I O N :  al l  behavior is atte m pt to communicate 
* ACTIVITY: new ways of thinking (handout) 
Nel l :  
• Role as mother and h o me m a ke r  i n  (name of city) 
• College education ;  two adult  chi ldren 
• Anxious and worried behavior is  request for i nteraction 
Try: 
-Tak ing t ime to talk when worried about a nything;  explain face to face 
-Check bathroom needs a nd offer food to make s u re this is not the issue 
worry ing her 
-Engage her i n  soothing activity: coloring,  sitt ing with you and listening to you 
explain what you're doi n g ,  brushing her teeth, folding napkins 
Winnie:  
• Role of teacher very important ;  husba nd was a teacher also 
• Likes to know what's happe n i ng ,  particularly weather 
• Visit ing is  very i mportant;  ada ptation to vision a nd hea ring loss 
• Disl ikes having sleep interrupted 
Try: 
-Always positi oning self face to face to talk with h e r  
-Rea d i n g  headl ines from newspa per; talking a bout teaching 
-Ta l k i n g  about weather and what's h appen ing o n  u n it 
-Give t ime to respond, avoid too much movement 
Felicity: 
• 
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• Role of worker (secretary at business college; office manager at tire company; 
col lections at department store) very important 
• Role of wife very i mporta nt;  husband was her teacher at business col lege and 
older than her 
• Loved reading,  especia l ly mysteries 
• S i n g i n g  and yel l ing out co m m u nicates loss of control 
Try: 
-Ta l k i ng about her work 
-Books on tape 
-Encourage grooming (hair ,  n a i ls ,  putting on l ipstick) 
-Anticipate needs and respond to reduce agitation;  g ive s imple (2) choices 
Theresa: 
• Wife , mother, worked as a nurse at hospital 
• Has a lways been an "observer"; excellent bridge p layer, had a Shi Tzu dog 
• Sleeping may communicate boredom and lack of activity 
• Sighing seems to communicate physical and mental fatigue 
Try: 
-An i m a l  P lanet on TV 
-Encourage with repeated interactions; often takes her > 1 5  minutes to "pri me" 
her p a rtici pation in smal l ,  s i mple activities ( i . e . ,  doing nai ls,  visiting )  
-Use h u mor and avoid "making over her" too m u c h  
-Guide interactions by "te l l i n g  her story"; f i l l  i n  the blanks to avoid ove rload,  
confusion,  and withdrawal 
-Encourage short walks to maintain strength a nd endura nce 
224 
APPENDIX J 
Codes 
• 
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MASTER CODE LIST 
• • • 
actIvIty mterest 
� past 
� current 
Assistance 
� accept 
� • reject 
�  
i t ive �rment demonstrate 
it ive �Iment verbal ize 
demonstrate i l l -being 
� anger/frustration 
� anxiety/worry/fear 
� sadness 
demonstrate confidcnce in abi l i ty behavior 
demonstrate doubt in abi it: (behavior 
demonstrate interest :behavior 
demonstrate �"ferenee behavior 
demonstrate wel l-being (behavior) • 
� comfort 
� happiness 
engaged in activity (tagged for: alone, with I ,  with 2+) 
� spontaneous 
,. structured 
express i l l-being 
}- anger/frustration 
� anxiety/worry/fear 
� sadness , 
ex� confi dence in ability 
express doubt in abil� 
ex� interest 
eX�c.ferences 
express wel l-being 
, comfort , 
, happiness , 
init iate interaction with other � for: staff, fami ly or me 
interaction ini tia ted by other � for: staff, family, or me 
others' be l iefs re: participant ( tagged for whose beliefs = family/staff/me) 
, abil ities , 
., adjustment , 
,.. 
• 
, emotIons 
� • 
, l llterests 
� 
� 
• • motIvatIOn 
values 
.£.eer relationsh!£. 
physical environment 
� supports 
� chal len es 
remote memory (part ic ipant) 
� family 
� work/productive 
� leisure 
� • mterests 
Val ues 
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APPENDIX K 
External Auditor's Report 
• 
Supporting Personhood in Dementia: 
Examining the Im pact of Volition in  Everyday Occupations 
Di ssertation 
Department of Occupational Therapy 
Virginia Commonwealth University 
by Christine Raber, M.S . ,  OTRIL 
Audit Report 
May 29, 2007 
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The ulti mate goal of this phenomenological study was to examine vol it ion and its 
relationship to engagement in everyday occupations for eight participants with moderate 
dementia residing in an assi sted l iv ing fac i l i ty. The fol lowing four questions guided this 
study: 
I .  What i s  the pattern of past I i  fe interests and activity preferences? 
2 .  How i s  voli t ion outwardly demonstrated in persons with dementia? 
3 .  I s  the person's current vol it ion for dai ly occupations related to past interests 
and activit ies? 
4. What i s  the relationship of  the social environment to vol ition and the 
engagement in daily occupat ions for persons with moderate dementia? 
Maximum variation sampling was used to inelude eight partic ipants in this study. 
The Min i -Mental Status Exam (Folstein, Folstein, & McHugh, 1 975) was used as an 
indicator of the level of cognitive impairnlent. Data col lection incorporated two major 
components: part ic ipant observations and in-depth interviews of relevant persons in the 
social world of  each partic ipant. The Vol i t ional Questionnaire (de las Heras, Geist, 
Kielhofner, & L i ,  2003 ) was completed by an independent occupational therapist to 
provide data about each participant 's  vol i t ion. 
Qual i tative research methods were the methodology used for conducting this 
research study. A crit ical element of qualitative research is ensuring rigor or 
trustworthiness of the study. F ive elements of rigor (authentic ity, reflexivity, external 
checks, con fi llllab i l ity, and transferabi l i ty)  arc di scussed in th is  aud it report. One way to 
confi l m rigor or trustworthiness of a study is to subject the study to the review, or audit, 
of an external, "disinterested" person. 
The audit of Supporting Personhood in Dementia: Examining the Impact of 
Volition in Everyday Occupations began with a first read ing of the entire proposal .  The 
review of the audit trail was a systematic examination of  each step of the study from 
proposal and formulation of the research question through description of the qual itative 
method of data collection and analysis. A review of the data included the fo l lowing 
steps: 
I .  l i stening to portions of two audio fi les (participants 4 and 7); 
2.  reviewing sample transcripts (participants 4 and 7); 
3 .  reviewing data analysis worksheet which contained the rough summary of 
interviews/observation/interactions and initial analysis (participants 4 and 7) ; 
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4 .  reviewing the aud it tra i l ,  data analysis worksheet, codes from transcribcd data, 
codes and descri ptions (using HyperRESEARCH software), code map and coding 
reflections; and 
5 .  reviewing the conclusions as written in a draft of the di ssertat ion. 
This study demonstrated rigor or trustworth iness as discussed below. 
Authenticity 
Lincoln and Guba (2000) described two criteria for authenticity, or a way of ensuring 
the val idity of qualitative research, which apply to this study; these were fa irness and 
educative authenticity. Fairness referred to avoiding marginalization by ensuring that all 
relevant participants' views are heard. In  this study, fairness was addressed by 
incorporating the voices of fami ly and staff (through interviews) and the individual with 
dementia ( through prolonged observations). Educative authenticity refers to the way the 
findings are di sseminated and shared with others. According to the methodology section 
of the di ssertation, the findings of  this study wi l l  be shared with family and staff at the 
memory-support assisted l iv ing unit, and the meanings which emerge from the study wil l  
offer additional possibili ties to empower care partners to embrace the personhood of the 
participants, and other persons with dement ia in their care. 
Reflexivity 
I n  qualitative research, the researcher is seen as the primary instrument in the inquiry 
process (L incoln & Guba, 1 985 ;  2000). I n  this capacity, the researcher is required to 
acknowledge, share and question al l  aspects of her individual perspective which might 
influence the inquiry at hand. This researcher sought to document her thought processes 
during the study using a reflective journal to col lect thoughts, reflections, feel ings and 
decisions throughout the inquiry. Data col lection triangulation, expert consultation, and 
member checks were also util ized to guard against researcher bias. 
External Checks 
Member checks and peer debriefing are considered external checks (or an external 
validation) of the inquiry process ( Polit  & Hungler, 1 995) .  Member checks involve 
having participants review the data for accuracy and credibi l ity. For this study, member 
checks were completed, both during the course of data collection and after the completion 
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of analysis, by asking family, staff members, and the program manager to provide 
feedback on the accuracy of the data. Peer debriefing was conducted by gathering 
feedback during the analysis from qual i tative researchers and occupational therapists with 
dementia care expertise on the dissertation committee. An external auditor with expertise 
in qualitative research reviewed the analysis and findings as another tool to support 
reflexivity and authenticity of the study. This auditor compared the original transcripts to 
the final document to ensure that the intended or implied mean ing of the original 
infOI Illation was not altered. 
Confirmabil ity 
Confillnabili ty refers to an assessment of  whether the researcher' s findings were 
grounded in the data and i f  the inferences drawn were logical (Lincoln & Guba, 1 985) .  
The findings presented in the final document were grounded in the data gathered during 
this research . The audio fi les and transcripts of two participants were examined. The 
transcripts, which were verbatim transcriptions of the audiotapes, did reflect what each 
participant said. The themes and conclusions drawn from this data appeared to be logical 
and consistent. 
The tapes revealed that the partic ipants were treated courteously during the 
interviews. Participants were informed of the intent of the study, their role in the study, 
their options for signing a letter of infornled consent prior to actual participation in the 
study, and the ability to withdraw from the study at any time. 
Transferabil i ty 
Transferabi l ity refers to the ab i l i ty of study findings to transfer to other settings. 
According to Lincoln and Guba ( 1 985), it i s  not the researchers' task to provide an index 
of transferabi l ity; it is the "researchers' responsibil ity to provide the data base that makes 
transferabi l ity judgments possible on the part of potential appl iers" (p. 3 1 6) .  Detailed 
descriptions of the participants and their individual situation were used in this study to 
provide a "thick description" in as much detai l  as possible. This type of presentation wi l l  
al low the reader (as a potential applier) to draw hislher own informed conclusions about 
the transferabil ity of the data. 
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Audit Trail 
Participant 7 Participant 4 
/ / 
/ / 
/ / 
/ / 
/ / 
/ / 
• 
/ / 
/ / 
/ / 
/ / 
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VITA 
